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“The PGC promotes close relationships, bonding and love between mother and child.”

Joe Menoe, Community Worker/Chief Physiotherapy Assistant, Tswaing sub district

“As a paediatric doctor I appreciate the knowledge and good observation skills the PGC mothers have 

obtained. It is much easier to care for a sick disabled child with an informed, caring mother helping me 

to understand the child.”

Dr. Amelia Thambe, Registrar in Paediatics, Pretoria

 “The PGC instils a positive spirit of hope and a healthy confidence in the child. They make them feel 

genuinely accepted and loved.”

Jackie Matlala, Mother of a young adult with CP

“For youth the PGC is focussing on career building and discipline, responding to challenges among 

young people concerning HIV/ AIDS and drug abuse.”

Allen Mtatase, Chairman, GBT Mongoose Wheelchair Basketball

“The PGC makes my life easy and impacted my life by giving me a motorized wheelchair. This enables 

me to do things for myself. I am so thankful for that.” 

Thabo Mofokeng (17),Youth with Muscular Dystrophy 

“Without a place where we can repair and modify our wheelchairs we would be stranded.”

Semakaleng Thekiso, Mother of a child with spina bifida

“The PGC makes a significant contribution towards the empowerment of youth with disabilities and 

parents of children with disabilities which in turn can improve the quality of life of the children, youth 

and parents.”

Sarah Rule, CEO CREATE (CBR Education and Training for Empowerment)

“The PGC taught us how to work with different disabled children. It promotes a safe environment for 

children with disability, and teaches us how to provide this place.”

Lasita Tong, Project manager, Obakeng Disability Organization
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This book presents a model for the care and rehabilitation 

of severely disabled children and youngsters, and particu-

larly those living in less wealthy countries. It was developed 

over the past 30 years at the Parents’ Guidance Centre, at 

Gelukspan Hospital in rural South Africa. I myself initiated the 

project, but it has been extensively developed and expanded 

by Undine Rauter over the past 20 years. The e�ectiveness 

and applicability of this approach is evident in its spontaneous 

growth and expansion, particularly into providing training and 

support for community-driven, self-help initiatives in a wide arc 

surrounding its location. 

Because the model was developed in response to real needs 

and circumstances, we feel readers need to see why and 

how its various aspects came into being. Undine Rauter has 

therefore set down a history of the Parents’ Guidance Centre. 

This is presented in part one of this book. This history also 

introduces the philosophies that underlie the model, with their 

focus on psychological, as well as physical, rehabilitation and 

support, not only for the disabled children and youngsters 

themselves, but also for their families, caregivers and commu-

nities.

We have learnt a great deal in the explorations we conduct-

ed in developing the approach. The second part of the book 

o�ers a guide to essential elements of the approach. Some 

of our discoveries as to what is particularly e¡cacious and 

important are surprising, so we feel it necessary to o�er these 

to other practitioners in this field. 

We sincerely hope that this publication will lead to changes 

in the way disabled people are helped in various parts of the 

world and urge readers to bring it to the attention of those 

with the authority to make those changes.

Thank you for reading further.

 

Introduction
By Huib Cornielje

Director Enablement
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John, Lessley und Dineo on their prone trolleys to heal pressure sores.
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We at the Liliane Foundation are in awe at the organic devel-

opment of the Parents’ Guidance Centre in South Africa, and 

at the simple, common sense, yet imaginative concepts it is 

built on. We believe professionals, organizations and health 

ministries should examine this model since it has tremendous 

potential for transforming the approach to the rehabilitation of 

disabled people, especially children, and particularly in less 

wealthy societies. 

Main benefits
The model is both e�ective and cost-e�ective, and it gener-

ates gains to communities and parents apart from improving 

the lives of disabled children. Its main benefits are listed 

below.   

• This approach to rehabilitation places a strong focus on 

the role of parents in the development of their disabled chil-

dren. It strengthens family bonds at a time when these are 

under pressure from diverse social developments.

• It facilitates - at times strong - bonding amongst parents 

who start realising that they are not the only ones con-

fronted with the challenges of having a severely disabled 

child. This peer support should not be underestimated; 

the learning from and with each other has proven to be 

very valuable. The tips and tricks - sometimes very simple 

and straightforward - provided by trained sta� as well as 

exchanged between parents are of great benefit. 

• O�ering large numbers of children with similar challenges 

the rehabilitation that they need may not be possible on an 

individual basis (because of distance, costs, number of pro-

fessionals available). This is especially true for low-income 

countries where resources, and especially rehabilitation 

services, are scarce. In such situations, the Parents’ Guid-

ance Centre model can be an e�ective and e¡cient way of 

o�ering necessary services to this group of children. 

• The training o�ered at Parents’ Guidance Centres - if han-

dled in the right way - can be very empowering to parents 

and their disabled children. It is not only the child who ben-

efits but also the parents, who become more secure in what 

they know and do, and have the right tools and insights 

to help their child develop, gain confidence and have an 

improved quality of life. 

• It is a model that creates a strong link between the spe-

cialised therapy provided in hospitals and/or rehabilitation 

centres and more community based approaches. 

• Parents’ Guidance Centres may lead to the development of 

parents’ self-help groups. Nowadays, there is great interest 

in such groups, which act as:

- peer support groups; 

- groups with a therapeutic focus; 

- groups that decide to start forms of day-care provided 

by members on a rotational basis. This allows the moth-

ers or caregivers to become ‘free’ from the care for their 

Why this book?
By Kees van den Broek

Director, Liliane Foundation
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children for a couple of days a week and they can use 

the time for other activities such as working in the fields, 

going to the market or enjoying some rest and relaxa-

tion; 

- groups focusing on income generating activities and 

savings- and credit schemes in combination with day 

care. 

• Last but not least, the Parents’ Guidance Centres largely 

contribute to the empowerment of parents and, through 

them, to the empowerment of their children. Strong parents 

groups are a powerful tool to change the mind-set of those 

around them and to achieve inclusive communities.

We are grateful to the originator of the Parents’ Guidance 

Centre, Huib Cornielje, and to its long-standing director, 

Undine Rauter, for giving us the opportunity to present this 

model to the world.  The Liliane Foundation wholeheartedly 

recommends this book to health authorities and rehabilitation 

practitioners throughout the world. We look forward to their 

response to its contents.



11We make it! We are able! We manage! REAKGONA

Lethabo working on trunk control.

Photo: John Robinson
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AAC Augmentative and Alternative Communi-

cation. It includes all low tech to high tech 

modes aiding communication of people with 

compromised verbal communication abilities. 

Gestures, communication boards, objects, 

pictures, recording devices and computer-

ized voice output devices are some example 

of the spectrum of assistive devices used in 

AAC.

CAAC The Centre for Augmentative and Alternative 

Communication linked to the University of 

Tshwane in Pretoria, South Africa.

CBR  Community Based Rehabilitation. CBR is ‘a 

strategy within general community develop-

ment for rehabilitation, equalization of op-

portunities, and social inclusion of all people 

with disabilities, implemented through the 

combined e�orts of people with disabilities 

themselves, their families and communities, 

and the appropriate health, education, voca-

tional, and social services’ (ILO, UNESCO, & 

WHO, 2004).

CBRW/F Community Based Rehabilitation worker/

facilitator: rendering a wide range of basic 

rehabilitative and community developmental 

services often together with other stakehold-

ers or specialized personnel. 

CP  Cerebral Palsy. A very common neuro-devel-

opmental disability with a broad spectrum of 

di�erent presentations; from multiple disabili-

ties to mild physical or cognitive challenges

IT Information Technology; computerized ways 

of capturing and handling information

KCDC Kuruman Children with Disability Centre in 

Magojaneng Village, near Mothibistad 

Obakeng Obakeng means ‘Praise Him’ and is the 

name of the disabled son of the founding 

couple of ‘Obakeng Disability Organization’, 

an umbrella organization and day care centre 

situated in Manthe Village near Taung, North 

West Province.

OPD Outpatient Department

Orearabetse Orearabetse means ‘He has answered our 

request’ and is the name of the ‘Orearabet-

se Disability Day Care Centre’, situated in 

Khunotswane village, near Zeerust (South Af-

rica, North West Province) catering for youth 

with intellectual disabilities

OT Occupational Therapist; Occupational thera-

py: the use of assessment and treatment to 

develop, recover, or maintain the daily living 

and work skills of people with a physical, 

mental, or cognitive disorder by using activi-

ties of daily living 

PGC  Parents’ Guidance Centre Reakgona. A train-

ing centre or house of development o�ering 

Acronyms & Abbreviations
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a range of disability-focused services for 

babies, young children and youth, and their 

families at Gelukspan District Hospital. 

PHC Primary Health Care. An approach focus-

ing on bringing health care close to the 

people (users)  by making preventive and 

basic health care more accessible. The 

approach emphasises the participation of 

all  stakeholders, especially the community 

members. 

POP Plaster of Paris casting used to improve 

deformities or to ensure resting of a joint 

when trauma has caused a fracture or other 

structural injury

PTA Physiotherapy Assistant; trained personnel 

providing basic physiotherapeutic services 

The Herberg A care home which was attached to the 

Gelukspan District Hospital and catered for 

children and adults with various, severe and 

multiple disabilities

WHO The World Health Organization; Head o¡ce 

in Geneva 
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Tswana proverb

Motho ke motho ka batho ba bangwe
A person is a person through other people
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This book is the biography of a place, a centre and a commu-

nity that is inextricably intertwined with my own biography and 

with the biographies of some other people. For the past 20 

years, most of my waking hours have been dedicated to the 

Parents’ Guidance Centre Reakgona (the PGC) in South Africa. 

There, I became myself, the person I am today. I have learnt all 

I know about life from the development of this place and the 

people who were involved. Though I try very hard to record 

incidents and developments faithfully, therefore, I cannot as-

sume a neutral, observer’s role. This record is coloured by my 

own personal views, involvement, feelings and thoughts about 

what I experienced along the way. 

I am a member of an evangelical community called Koinonia, 

the Greek word for fellowship. Trust in God’s unconditional 

love is the soil in which the plant of my whole being is rooted. 

It is this experience that I try to share in my work. Without 

this, I am not sure I would have persevered through the many 

crises that have been a part of this journey. 

I must o�er my appreciation to my predecessors, the PGC’s 

founders, Huib Cornielje and Jose Vreugdenhil, as well as 

the first parents who were involved. I start this story with my 

own arrival in 1995. By then, nine fruitful years of services in 

physiotherapy and the Parents’ Guidance Centre had taken 

place. I do not believe that the history started with my arrival at 

Gelukspan, but it is the only story I, Mmatumelo Undine Rauter, 

can tell.

Preface
By Undine Rauter

Encouraging communication in good seating position. Boitshoko 

helps her son Tlotlo.  

Photo: John Robinson
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• First, I owe special thanks to my late teacher in Paediatric 

Physiotherapy, Maraike Bachmann, who was my first and 

most important role model in working with children and 

their families. 

• Jane Motau, a CBR (Community Based Rehabilitation) 

worker by passion and profession, was decisive in my 

coming to South Africa. She is a best friend in good times 

and bad, one I can share professional and personal things 

with. We o�er peer support, critical thinking and encour-

agement to one another. 

• Rachel Moseane is a co-leader and close colleague. She 

is also the mother of an adult with cerebral palsy who 

made it into employment. We developed most of the PGC 

services together. Through her steady support, reflections, 

criticism, prayers and tears she has become a faithful 

friend to me. 

• Joseph Mogomotsi Menoe, or Bra Joe, as we call him, has 

been my teacher on community outreach and the Setswa-

na language and culture. I have highest respect for his 

steady, independent commitment and his love for people 

in rural communities. 

• Dr. Angelika Makabelo Krug has been a professional 

mentor, guide and friend through the years. Her lov-

ing consideration, our talks and walks, discussions 

and prayers for many children, especially the youth of 

Tlamelang School, will always influence my life. Her ser-

vice to South Africa has come to an end for now, but who 

knows the future? 

• Lerato Dikoma’s nickname is Mister PGC. Through the 

years he has shown steady development despite his 

severe disability. Many visitors who have met Lerato 

became fascinated by his radiant personality. His mother, 

 Keneilwe,  and typical semi-rural extended family have 

been loving and supportive to Lerato. Their openness 

and love have often encouraged me through crisis and 

 recovery.

• Petrus, William and Kedibone were my first adult para- 

and quadriplegic patients. Their rehabilitation was special 

through the personal relationship we developed until they 

died.

• Phemelo Kgopisho and his late wife Maria both lived 

with disability. Our friendship has gone through crisis and 

Meet the people
A number of people played vital roles in the development of the services at PGC that we enjoy 

today. Some have died but many are still alive. They have left their footprints, tyre-prints, fingerprints, 

injuries, marks and gifts in my life. I will always be thankful for the experiences and influence they had 

on developing what is today known as the Parents Guidance Centre Reakgona, a house of develop-

ment and empowerment that has become nicknamed the University of Life. 
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recovery, su�ering and re-unification through the project 

we love, the GBT Mongoose Basketball team. 

• Tsholofelo Zimba represents many young people with dis-

ability on the way to independence. I am thankful for the 

trust we share and the mutual respect and appreciation. 

• Gift Mooketsi has congenital paraplegia. I have been 

involved in his development since he was twelve. He 

was one of the founding members of the GBT Mongoose 

Wheelchair Basketball Team. He has been through many 

struggles with family life, education and health. This did 

not prevent him from developing his God given gift of 

wheelchair basketball and becoming a national athlete. 

He introduced me to the ‘land of the disabled’ and encour-

aged me not to give up but to accept whatever comes as 

a challenge along the way. I envy his ability to fly over the 

court.

• Boikanyo Morobe, aka Bra Search, his partner Rebecca 

and their lovely child Tshireletso have become an impor-

tant family to me. I owe Search many lessons about life, 

patience and struggle, about genius, creativity and bope-

lotlhomogi - grace. Together we developed the ‘Custom-

ized Wheelchair Solutions’ and repair services. Because 

of him many young paraplegics survived life-threatening 

pressure sores.

• Buti Chacha had the most beautiful eyes. He became 

paraplegic at the age of eight due to a hit and run acci-

dent while he was playing on the road. His continuous 

fight against depression, discouragement and di¡cult life 

circumstances taught me much about life, the desire for 

love, and desperation. His passion for basketball taught 

me about resilience and the importance of ability and 

performance for young persons with severe disability. He 

died in 2009 at the age of 23 as a result of a taxi accident 

while he was on his way to a training camp at Gelukspan.

• Lebogang Sehako is an adult disability activist and 

consultant for our centre. As a young man with severe 

cerebral palsy that also a�ects his communication, he has 

paved the way for many others who use our services to 

get help and electronic assistive devices that enable them 

to communicate better. We have started exciting empow-

erment projects together and respect one another as 

colleagues.

• Magadi Mashaba represents freedom through literacy 

and the fact that, with willpower and support even later in 

life, dramatic changes can be made to happen. She has 

poetic gifts and is also the best-dressed lady around our 

place.

• Matlhodi Matlala has the best family support. Her friendly 

spirit touched us and made us work very hard. She was 

dubbed a hopeless case by another rehabilitation unit, 

but we never found this correct. Instead, we found that we 

were able to make a di�erence through working together 

with the family.

• Dineo, Keitumetse, Leslie, John, Motlagomang and many 

others are youth with paraplegia who have benefited from 

Bra Search’s prone trolleys. Through them, we learnt to 

work in a multi-disciplinary team with the nurses, doctors, 

pharmacists, teachers and technical and therapeutic sta�. 

And they taught us counseling skills and patience!

• Sanna and Lizzy, my faithful physio assistant colleagues 
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and mothers are models of loyalty, patient care and ability 

to serve people in need. Both were enrolled as nursing 

assistants but changed to physiotherapy. Their broad 

background of nursing and patient care has helped us 

many a time.

• Boitumelo Modisenyane is a young physiotherapy assis-

tant whose training is still on-going though she already 

shoulders a lot of responsibility. She is also mother of a 

child with CP.

• Onthusitse Monametsi has joined our team as a technical 

assistant with physical disability. His inclusion teaches 

us the challenges of disability in the workplace. He is a 

basketball player in the GBT Mongoose as well and helps 

organize many camps for the team. 

• Mr. Henning has been Chief Director until 2015 ( now 

retired) of the Ngaka Modiri Molema Health District. Only 

through his steady support, leadership and stern follow-up 

could the implementation and expansion of our programs 

have been possible. Despite his tough exterior, he always 

allowed children with disability to reach his heart.

• May my late colleagues Rosina Bokala and Ria Dama-

neite rest in peace. They confronted our team at an early 

stage with terminal illness and taught us to be accepting 

and compassionate. 

This list could go on, but I have to limit it to avoid confusion. 

It does not mean that all those who are not mentioned are of 

minor importance, but that their characteristics are reflected 

in others. The GBT Mongoose wheelchair basketball team 

gave me much respite, recovery from stress, many, many 

hours of sheer happiness, and a great sense of belonging. 

As in every family there were frictions too, but we stayed 

grounded. To the members of the team and all the mothers 

and children of the PGC, I dedicate this history.
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Lerato Dikoma - “Mr. PGC”- at 19 years of age.
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The story of the 
Parents’ Guidance 
Centre Reakgona 

Part One 

Photo: Pouring water trains hand eye coordination.
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The Herberg seemed to be a dumping ground when I arrived 

in Gelukspan in 1984. In its seven wards lived 350 severely 

and multiply disabled people who were no longer welcome at 

home, some of whom needed life-long intensive care. They 

lived lives of incapacity and vulnerability with no chance of 

being included in society, far less of being respected and 

valued. Some 36 of them were children.

I realised my own incapacity as a physiotherapist. I wasn’t 

able to o�er anything to most of them. I needed training in 

childhood disability with a specific focus on cerebral palsy. 

Within six months I found a program of intensive Neuro- 

Developmental Therapy (NDT) training in Johannesburg. But 

the South African NDT society was not very keen to admit 

me since they had just 24 places and the course was fully 

booked. Using data about the number of children with cere-

bral palsy I was responsible for, however, I managed to per-

suade them and became probably the first man trained in this 

field in South Africa. Till today, I still treasure what I learned 

there from Joan D. Moore, a great trainer and inspirer. 

In my first year, about 20 children were referred to the physio-

therapy department for rehabilitation. In the second year that 

became 50. By the first half of the third year it was already an-

other 50. Families were coming from hundreds of kilometres 

away with children who had been diagnosed late and hadn’t 

had the benefit of the scarce services available. 

I began lobbying the hospital and Ministry of Health to o�er a 

di�erent service – the Parents’ Guidance Centre. The nursing 

director, the matron, was flatly against the idea of opening 

a ward in ‘her’ hospital for children and their mothers or 

caregivers. This was understandable since these people were 

not patients. But we couldn’t cope with the level of demand. 

We had just one physiotherapist and a few assistants. We 

were overwhelmed. 

So in mid-1986, the Parents’ Guidance Centre was born and 

training of parents in caring for their children with CP (Cere-

bral Palsy) launched – as is described in the rest of this book. 

Now, 30 years later, it has proven to be a sustainable institu-

tion that has been serving hundreds of children and families 

over the past three decades. It has also created a rehabil-

itation model or approach that fits many contexts and is a 

feasible and appropriate concept for high-income countries, 

middle-income countries and, even more, for low-income 

countries.

Origins
By Huib Cornielje

Former director, PGC

Now Director Enablement

Chapter one
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Could it really be that God wanted me to come to this place? 

Each and every ward of the Herberg was filled to capacity 

with disabled people. Bodies and faces were packed into 

small cot beds. Quadriplegic adults, elderly people with 

severe strokes, severely psychiatric patients, and many, many 

children with the severest physical and mental impairments 

– most of them abandoned by their parents due to their disa-

bility. They had oversized or undersized heads and disabling, 

disfiguring distortions of their limbs. 

It was 1993, and I was on an orientation visit to the rural hos-

pital of Gelukspan in the North West Province of South Africa. 

I had travelled to this remote place to find out whether my 

calling would be to serve God as a physiotherapist there. A 

friendly physiotherapy assistant, Ria Damaneite, had led me 

from the Outpatient Department to the so-called Herberg, a 

home for children and adults with all kinds of disability. At the 

entrance to the passage, I saw a man kneeling on a skate-

board that he used for moving around, pushing it with both 

his hands. 

I was overwhelmed by pity, helplessness, sadness and fear. 

My heart was beating fast and painfully against my chest and 

throat. I had never seen so many and so severely disabled 

children. How could I possibly make a di�erence to their lives, 

these children who had been abandoned? Was that what God 

wanted from me? 

I went with the physiotherapy team to several villages, clinics 

and homes. On one home visit, the physiotherapy assistant 

was replacing plaster of Paris on the foot of a tiny baby. I 

learned that many children there were born with foot de-

formities called clubfeet. Until then, I had only learned of this 

condition theoretically during my training.

Collision with reality 
By Undine Rauter 

Chapter two

Oseka wa mpotsa fa ke yang, gonne ga ke go

itse- mpotse fa ke tswang, ka gonne ke a go itse.

Don’t ask me where I go, ‘cause I cannot tell.

Ask me where I come from, because that is what I know. 

Tswana Proverb
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When I returned to Germany, I went into retreat with my 

spiritual guide, Ulrike Doormann of the Spiritual Community 

Koinonia. There, I felt that God was indeed pointing a finger 

at South Africa. After showing me how privileged I was to 

have things most of the world lacked: good education, books, 

possessions, a profession, He reminded me of his promise: 

‘And every one that hath forsaken houses, or brethren, or 

 sisters, or father, or mother, or wife, or children, or lands, for 

my name’s sake, shall receive a hundredfold in this world, 

and shall inherit everlasting life.’ Matthew 19:29 

I resigned my job with a private paediatric practice in 

Stadt hagen, lay down my responsibilities as co-leader of 

the Kobbensen Youth Project, refreshed my English, read 

Long Walk to Freedom, the biography of Nelson Mandela, 

and other books on South Africa, and packed my things for 

shipping. 

On the 24th of September 1994, I landed in a country that had 

just had its first free elections and was vibrant with expec-

tation but scarred and burdened by the painful history of 

Apartheid.

I was going on 28, enthusiastic and excited. My equipment 

was my faith, openness to learning, experience of leading 

youth groups, training as a sports-therapist and physiother-

apist, but I had had very little experience in di�erent work 

settings. In the first nine months I spent endless hours learning 

the local language, Setswana, in a village near Mogwase, prac-

ticing conversation, doing traditional work like sweeping the 

yard, fetching water, collecting wood and mending the stoop. I 

had been accepted as a novice in the Spiritual Community Koi-

nonia. But I was yet to learn the most essential ways of living 

and working in a community hospital situated in a rural Tswa-

na-speaking cluster of villages bu�eted by an ever-changing 

government structure. Many years of learning lay ahead.

At the end of April 1995, after a very intensive introduction 

into the language and culture of the Batswana via Reverend 

Dieter Mascher, I went to Gelukspan to work. A new chapter 

began.
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Gelukspan Community Hospital had been founded in the 

1970s when Dutch lay missionaries came to serve as doctors, 

therapists, administrators or technical sta�. They built up 

a tremendous primary health care service and established 

excellent work ethics. At the beginning, the Parents’ Guidance 

Centre was part of a large institution about 250 metres away 

called Herberg which housed and nursed about 150 adults, 

youth and children. They all had severe and multiple disabili-

ties, and the perspective of life-long confinement to the beds, 

wards, passages and yard of the hospital. Here, people with 

disabilities were accepted, safe and happy within the hospital 

compound, but they were also isolated from a natural com-

munity because of their families’ neglect. Good programs for 

rehabilitation had been created both in the district and around 

the institution. 

Political unrest during the transition to democracy caused 

the Dutch team to leave and most of the rehabilitative and 

developmental initiatives progressively disintegrated. I arrived 

in their wake, amidst political and social chaos created by the 

overhauling of the Apartheid system. The physiotherapist had 

just departed. Strikes and instability had caused all but one 

of the doctors from the Dutch team to leave the country. Dr 

Selma van der Pols had remained behind, along with a few 

other doctors from Uganda, Burma and Germany. They were 

all very committed to patient care and to this place. A fragile 

balance had just been re-established in work with the local 

sta�, and the services Gelukspan Hospital was known for 

were being continued. 

I found a physiotherapy team of eight operating from a little 

space in the hospital that served as o¡ce, treatment room 

and tearoom. There was one trained Community Based 

Rehabilitation (CBR) worker, three trained physiotherapy assis-

tants and three untrained ones. A young local physiotherapist 

who had worked with my predecessor for a short time was 

running the section, but he found Gelukspan backward and 

not conducive to his development and departed shortly after 

I arrived.

At the Herberg there was a second large room where children 

received therapy and mother-and-child groups were occa-

sionally convened. The severity of the physical, mental and 

behavioural disabilities and their complications was almost 

overwhelming. Only when you got to know the people - adults 

and children - were you able to adjust to this reality and 

regard it as normal. I must admit that to me this never felt nor-

mal, though I liked to work there, especially with the adults. 

With the children, it tore at my heart to see all the unneces-

sary contractures, the isolation and the deprivation of normal 

family life these children had to live with.

My predecessors had created a functioning program of 

stimulation for the most severely disabled children. Most had 

Starting in chaos
Chapter three
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severe contractures of their limbs and showed other signs of 

institutionalization. A snoozle room provided multiple sensory 

stimulation; many children got snoozle-time at least twice a 

week. Two caregivers had been trained to administer sensory 

stimulation, while others exercised them in the physio-gym 

with passive exercises to prevent further contractures. We 

developed a schedule in which two or three team members 

were responsible for serving the hospital wards, two the 

community, and three others the Herberg. Every three months 

responsibilities were switched around. 

The nurses at the Herberg wards were very kind and the 

nursing care was excellent. The nurses had personal rela-

tionships with each and every inmate: it was a community on 

its own. I felt, though, that this kind of institution was totally 

unnatural. We just adapted to it and loved the children and 

adults. They grew into our hearts with their special ways of 

communicating and moving, and sometimes with their funny 

behaviour. 

Petrus, William and Kedibone were adult para- and quad-

riplegics with whom I was most involved in the first two to 

three years of arriving in Gelukspan. I learnt tremendously 

through them about culture, milieu and faith, and accompa-

nied them on their last stretch when they died from pres-

sure sores because of decisions they took. Their deaths 

contributed to the great importance I gave to develop-

ing the para-program, which focuses on prevention and 

treatment of pressure sores and related self-management 

training. 

Meanwhile, our cerebral palsy program, initiated in 1986 by 

Huib Cornielje, was still in operation. The full-time mother-

and-child course lasted six weeks, with a two-week refresher 

program later in the year. The aim was to prevent further 

complications and to work with grandmothers and mothers 

towards greater acceptance of their children. My predeces-

sor, Jose Vreugdenhil, had worked out a basic curriculum: 

the course followed a schedule of activities that included 

teaching, intervention and provision of orthopaedic applianc-

es. For me, this existing framework was an optimal vehicle to 

develop services further, tailoring them more to the needs of 

the community and the children. A long learning curve on an 

exciting journey of development began.

 

Motlagomang on her pronewheelchair to heal pressure sores.
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In 1998, care services were restructured in South Africa. Under 

the slogan ‘back to the community’, adults and children were 

to be re-integrated into the families that had brought them to 

the Herberg because they couldn’t cope with their care. It was 

nothing like today’s attempts at inclusion or mainstreaming 

disability. Many families could not be traced, so the remaining 

patients were moved to the Witrand Hospital, an institution for 

mental illness. 

In response, we began to concentrate fully on building a 

community-related service for the benefit of disabled children. 

Knowing that there were many problematic implications of 

institutionalization, our main e�ort from the start was to avoid 

it altogether. Our aim was to strengthen, support and enable 

families to cope with their situations and with the challenges 

the disabled child brought into the family. I looked for team 

support for this approach and I found it.

Community outreach was pivotal to this development and so 

was its integration into overall physiotherapy services. It was 

carried out on a weekly basis according to a fixed schedule, so 

all 13 clinics and communities linked to Gelukspan  Community 

Hospital were visited once a month by a small physio-team. 

This was part of the Primary Health Care approach the hospital 

had always used. 

One physio-assistant, Joseph Mogomotsi Menoe (a�ection-

ately called Bra Joe), was particularly eager to do community 

outreach. As a young black man, it was unusual then for him 

to have a driving license, but he did, so he drove the ‘rehabili-

tation car’ we had been allotted and, with another physiother-

apy assistant, he provided physiotherapy and rehabilitation 

services to communities and at homes. I joined in for the 

following five years and we gradually increased the outreach 

days. At peak times we went three times per week into the 

community. Follow-up treatment and referrals were carried 

out by the hospital and/or the clinic’s home visiting team or 

CBR workers.

This outreach work helped me to understand more of the 

realities of rural life and Tswana-culture and improved my 

language competence. We spoke only Setswana, even in the 

car, and I could ask questions about things I didn’t under-

stand. Joe introduced me to some traditional doctors and ex-

plained their concepts, beliefs and approach. He became my 

teacher on community outreach and the Setswana language 

and culture. Living and loving his culture and language, he 

demonstrated that a man can be di�erent and swim against 

the stream. I developed the highest respect for his steady, 

independent commitment and his love for people in the rural 

communities around his residence.

But though the outreach was fascinating it could also be 

emotionally draining. Sometimes we found such poverty and 

agony that we were overwhelmed, and often we did not know 

Back to the community 
Chapter four
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what to do fi rst or what to do at all. These visits taught me 

about the multiple causes and multi-facetted faces of disabil-

ity. In the same household you could fi nd disability, parental 

substance abuse, psychiatric disease, childhood malnutrition, 

poverty and illiteracy. Electricity, clean water and disability 

grants were not always available. Often, we started with the 

family’s social problems, making recommendations for them 

to access a disability grant or other social grant so as to im-

prove their general living conditions while we were trying to 

meet some of the acute rehabilitative needs of the client with 

disability. I realised that the response to disability issues must 

address a multitude of factors, providing a complex solution 

to an even more complex problem whose surface is all that 

is visible when a client walks into our rehabilitation o¡  ce. At 

the start, this approach was more of an intuitive one than a 

well-considered decision or approach. 

Gradually, I learned how families in the rural villages around 

Gelukspan lived, struggled and were sometimes resource-

ful in fi nding ways of living with a person with disability. I 

also saw the resilience of disabled children who, despite 

harsh living conditions, appeared happy most of the time. 

But traditional beliefs often surfaced in actions, taboos and 

behaviours. Sometimes they prevented e� ective interven-

tions due to fear of negative consequences from the spirits. 

I realized that the spiritual component of disability could not 

be ignored. 

I soon decided to invest more in work with the disabled chil-

dren who were living in the communities around Gelukspan 

than those at the institution itself. Our program was called 

the Parents’ Guidance Centre (PGC) as they were admitted 

together with their grandmothers or mothers (hereafter re-

ferred to as mothers). For six weeks, the mothers were taught 

about child development, disability and what happened when 

a child experienced birth trauma. The focus of the teaching 

was to create understanding of the child’s disability and ‘brain 

damage’. The exercise program consisted mainly of stretching 

exercises to improve the contractures of the children, who 

were usually over fi ve and had multiple challenges. For me, 

the term ‘brain damage’ was unacceptable because it had 

Tlotlo with his mother Boitshoko. Photo: John Robinson.
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“I am a young adult with a severe form of 

cerebral palsy. It  a� ects my movements, my 

communication and indepen dence in a pro-

found way. I was brought up by my mother. 

My father passed away when I was fi ve years 

old. To raise a child with severe disability as a 

single parent is not an easy task. That’s why 

I like to thank my mother from the bottom of 

my heart, because today I am a great and 

handsome man due to her care and love.

“I will be a physically challenged person until 

the day I die. Nothing can ever change that. 

My parents tried their utmost to fi nd healing. 

They took me to doctors and physiotherapists 

and even tried religious ways. My sister and 

cousin took me to church in Klerksdorp, North West Province, 

when I was about 15 years old. They told me there was a pastor 

who could heal physically challenged people. I was so happy 

and hopeful. I told my friends that soon my disability would be 

gone and they would never see me again, because I would be 

attending a mainstream school. They laughed at me, saying 

pastors only make money for themselves. They would become 

richer and I would remain physically challenged until I die. 

“As the reality started to sink in – that I stayed as I was, a per-

son with severe physical disability – I became unhappy and full 

of envy. I wished for a ‘better’ disability like those of other kids 

The journey to acceptance
By Lebogang Sehako

who were just limping. They could speak and 

use their hands better than I could. I used to 

bore my friends at school by feeling sorry for 

myself. I didn’t enjoy my childhood. 

“One day I said to an able-bodied friend: 

Girls will always fall in love with you because 

you are normal. In my case it is di¡  cult to 

have a girl-friend because of my disabilities. 

Even if I tried, it would just be a waste of 

time. My friend said he was puzzled that I 

didn’t love and accept myself, but wanted 

girls to love and accept me. 

“Your family, relatives and people in the 

community also have to love and accept 

you, but it is di¡  cult if you don’t accept yourself fi rst. Some 

parents and relatives can’t accept a child with disabilities be-

cause they think she or he is bringing bad luck into the fami-

ly. I can say proudly that, with my disability, I bring something 

unique into our family and community. It took me 20 years 

to start to accept myself as a physically challenged person. 

I realised that I was not the only one in the world. We are 

many and there is life even if you are physically challenged. 

There are di� erent ways to enjoy life. I had to die the death 

of wanting to be like everybody else in order to rise to the 

person I really am: a gifted and visionary advocate for a more 

accepting society.”

Lebogang receiving his graduation 

certifi cate in 2015.
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such a negative, final connotation. I wanted to mobilize exist-

ing resources and focus on ability. 

In the first year, we followed the curriculum Jose Vreugdenhil 

had written. It was a good starting point with its structured 

topics, but, on the intervention side, my approach was much 

more active and involved both mother and child in the pro-

cess. I drew on the thorough, grounded training in paediatric 

physiotherapy I had got from Maraike Bachmann, who taught 

us about the importance of working closely with the parents, 

as well as my later work on Bobath therapy and psycho-mo-

toric intervention, which emphasised a positive and sensitive 

approach to children with disability. 

At the end of the first year, I reviewed the situation with 

Rachel Moseane, who had proven herself a very active and 

capable therapy assistant with lots of untapped potential. She 

was herself the mother of a child with cerebral palsy and was 

genuinely interested in delivering good services. I realized 

that she had a gift for teaching while being open to learning 

from the mothers and anyone else who presented new ideas. 

Step by step, the approach and content of the curriculum 

were altered. Teaching became much more participatory and 

di�erentiated. Discussions, group work, pictures, role playing 

and examples were developed, more contextualized than in 

earlier lessons. Boloi (intentional ill-wishing), I learnt, was a 

very important concept/traditional explanation for disability 

in children Many mothers were not treated well when they 

appeared in public with their CP child. They were accused of 

bad behaviour, breaking taboos, or being bewitched, which 

was the alleged reason that their child was born with a disa-

bility. They often felt guilty or sad because of these labels. We 

decided that the spiritual component of disability had to be 

addressed in our courses. The daily morning-prayer became 

more and more important for experiencing God’s love, his 

special care for the marginalized and disabled, and his will for 

healing. We also discussed traditional concepts, beliefs and 

practices in our teaching sessions. 

The mothers were especially creative in developing songs 

and dramas (role plays) to demonstrate their experience. In 

the drama, the visit to the traditional healer always played an 

important role. Then the mothers recommended the PGC’s 

approach for coping with childhood disability as the solution. 

They also generated the slogan ‘CP ga se boloi’ (Disability 

is not witchcraft), which became the title of our CP manual in 

2000.
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We soon realized that there was a larger demand from 

mothers to attend the courses than we could accommodate. 

Our outreach into the villages around Gelukspan and devel-

opmental screening programs for children in the local clinics 

contributed to greater awareness and increased self- and 

clinic referrals of children with developmental problems. By 

1996, we had to add another six-week course and extend 

the refresher program into a repeat of the long course. It had 

become clear that acceptance of a child with disability could 

not be achieved with one or two courses but was a long-term 

process for which support was needed over a period of years. 

The idea grew that prolonged participation in the pro-

gram would lead to better results. We also observed that 

the  dynamics of having experienced mothers together 

with inexperienced ones was very beneficial to both. A 

 mother-to-mother learning developed. The group usually 

chose two experienced mothers as their leaders. These 

were responsible for many organizational tasks: organis-

ing a cleaning schedule for the accommodation and the 

 physio-room; issuing food; scheduling prayer times etc. But 

the most important thing was that, during the formal and 

informal teaching situations that arose from living together, 

mothers were able to share experiences. So they learned 

from and counselled one another.

This created development and dynamism in the course program. 

Many children reached a new milestone during the six-week 

period: some learned to roll or reach for a toy, others learned to 

sit, crawl, or use their hands; some even learned to walk.  

Mothers and children started to ‘wake up’. The mothers were 

getting very motivated and excited to continue exercising 

their children and implementing what they had learned at 

the course in their home situation. As the children continued 

to improve, numbers of participants shot up. The CP cours-

es were overflowing. At times we had 27 mothers and 27 

children participating in one course. It was during these early 

years that the mothers gave the Parents’ Guidance Centre 

its name, which was the same as its program: ‘REAKGONA – 

we make it! We are able! We manage’. A spirit of confidence 

and missionary zeal for sharing their experience was pulsing 

through the little community. We held parties at the end of 

each course and celebrated the milestones achieved by the 

children, the new confidence of the mothers and the lessons 

learned. Mothers described what had helped them accept 

their disabled child. Usually, they referred to the mix of ex-

planation, intervention, respect, faith and the visible changes 

they experienced during the participation in the CP course. 

We workers felt blessed every time we heard their strong 

testimonies and saw the progress of the children.

Self-help projects 
 spontaneously speed up

Chapter five
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In 1997 we started using a new program strategy. One course 

was dedicated to children who had the potential to eventually 

attend school. We called it a preschool course. We focused 

on activities that prepared children for going into preschool, 

school, or any similar institution. We included more pre-writing 

tasks and basic mathematical concepts.

After completing a CP course, some mothers went to their lo-

cal clinics and taught other mothers about CP. We had aimed 

to enable mothers to become community resource persons, 

field-workers advocating for children with disability. Soon the 

word spread and brought a steady stream of mothers with 

newly identified children knocking on our doors, wanting to 

be in a course. So we added a course nearly every year. The 

hospital management was very supportive.

We followed up on single cases in the outreach program and 

visited a growing number of CP-mothers self-help groups. Be-

tween 1995 and 1999, one new group was founded each year 

and ran for three to five years. So at one point four self-help 

Thusca teaching on communication and CP during onsite visit at Obakeng Centre in Manthe.
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groups existed. These usually began when some mothers 

attended a CP course together and realized that they were 

from the same village. Once they started, they were visited 

regularly by our team and given support, and, if they were in 

the vicinity of Madibogo Village (100 km away, but also within 

the catchment area of Gelukspan), by Simon Zuma, the local 

CBR worker. When we went to a self-help group, we usually 

revised a topic or brought a new topic with us, assessed new 

children, and gave advice on exercise or stimulation programs 

for the children present. This gave them added courage to 

continue on the long journey towards acceptance. 

These groups, the screening programs in the neonatal unit of 

Gelukspan Hospital, and clinics led to earlier identification of 

children with developmental challenges or disabilities. The av-

erage intake age for first time CP course participants dropped 

from five to twelve at first referral to under two. This gave us a 

much better starting point to have more impact on their lives 

and prevent contractures, complications and other disabilities, 

which had been prevalent during the first few years of my 

involvement and which I dreaded so much in the inmates of 

the Herberg. Improved awareness amongst the medical sta� 

of the hospital also strengthened our e�orts. The doctors re-

ferred nearly all children with developmental problems to us, 

so we were able to initiate any relevant rehabilitative program 

needed. This trust and cooperation contributed remarkably 

to the success of our approach. And we, as the rehabilitation 

team, were able and welcome to refer children with medical 

problems back to the doctors. 

At this juncture the special role of Dr Angelika Krug, referred 

to locally as Makabelo, must be mentioned. As Regional Pae-

diatrician, she visited all community hospitals regularly and 

held specialized ward rounds, paediatric out-patient consul-

tation, and support to paediatric nursing or medical sta�. We 

benefited greatly from her vast experience and advice, as well 

as her special consultations for children with di¡cult disabil-

ities, especially epilepsy or conditions that required special 

services. Through the years, Dr Krug supported our programs, 

contributed input, shared her own newly gained insights, and 

teamed up with us in intervention. She became our medical 

mentor and an external team member of the PGC sta�.

Training
From 1996 to 2002, we held provincial CP workshops each 

year. This was largely due to urging from our physiotherapy 

assistants, who said others would benefit from more knowl-

edge on CP. During the workshops we brought di�erent 

disciplines together. Therapists, assistants and sometimes 

even mothers gathered in the simple facility of the PGC to 

participate in a one-day interactive learning opportunity. We 

distributed information and advocated a respectful, sensitive 

approach to mothers and children with disability. I was greatly 

encouraged by Rachel Moseane, my colleague. She knew 

how to link and contextualize some of my new ideas when I 

wasn’t sure whether they would work or were culturally ap-

propriate. Most of the time we also applied some of the con-

tent practically with children whose mothers had volunteered 

to help. This was our way of improving the quality of service in 

the North West Province.

As our teaching jelled and became broader and deeper, we 

decided to write down our lessons to provide a guide for all 

involved in teaching the mothers. This handbook would be 

in Setswana so the content would be accessible to every-

body: mothers, physio-assistants, young disabled people, and 
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grandmothers, who were often unable to read English. We 

also felt that it was of utmost importance to use the language 

of the people for matters a�ecting emotions, cultural beliefs 

and practices and family dynamics. Acceptance is a matter of 

the heart and therefore the language of the heart had to be 

used not only in the teaching situation, but also in the tools 

we would give to mothers, therapists and assistants to deep-

en their knowledge. 

It took us about one year to write out the lessons for our 

handbook ‘CP ga se boloi’ (CP is not witchcraft) and in 2000 

we presented it to the National Department of Health. It was 

a collaborative project that involved assistants, mothers, the 

CBR worker from Madibogo, Tebogo, a young person with 

paraplegia, and even the young man who did the typing. The 

rehabilitation managers of the National Department of Health 

bought in and the project went ahead. Half a year later we 

held a thousand copies of the handbook in our hands! That 

my name on the title page was wrongly spelled, Africanized 

from Rauter to Ranto, didn’t bother me, it just made me smile. 

I thought: now I am accepted in African society! We celebrat-

ed this milestone and began benefitting from having a cur-

riculum as a basis for teaching and learning in many di�erent 

situations.
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From 2000 to 2004, we consolidated our services and a 

number of programs developed and gained strength. Small 

groups of fourth-year physiotherapy students from WITS Uni-

versity in Johannesburg began coming to Gelukspan for four 

weeks at a time to learn and work with us and complete their 

rural coursework. They participated in outreach activities, the 

CP courses and general physiotherapy work. It was mutually 

exciting and enriching, providing an opportunity to influence 

young professionals by exposing them to our approaches, 

attitudes and practices in working with marginalised groups. It 

encouraged us to keep our own professional standards high 

and analyse what we did so as to be able to explain it. I was 

extremely proud of the independence and competence of 

the two most senior physiotherapy assistants, Joe Menoe and 

Rachel Moseane. It demonstrated that skill, knowledge and 

competence were not connected with degrees earned, but 

with the development of potential in people who love their 

work. Both co-workers were genuinely motivated and commit-

ted to providing compassionate, quality rehabilitation services 

to the rural communities they had come from. 

It then dawned on us that availability of consultation for 

assessments, counselling and therapy was as important as 

a well-planned course program and connection to outreach 

services. These individual or family consultations first took 

place in the hospital’s physiotherapy room but afterwards 

we walked with the family to the PGC, which was situated in 

the Herberg. During this walk, the first bonding and informal 

contact was established. It was important for us to have a 

dedicated facility, free from disturbances of the telephone, 

other patients, sta� questions, etc. Here lay the beginnings 

of what turned into the fulltime service the PGC o�ered from 

2004.

The paraplegic program
This program has its roots in my early years in Gelukspan. 

The three young paraplegics/quadriplegics, Petrus, William 

and Kedibone, died from severe pressure sores then, opening 

my eyes to the life-threatening danger these sores pose for 

people with spinal cord injuries. Due to impaired sensory and 

motor function and being permanently seated in a wheelchair, 

often with incontinence problems, persons with paraplegia 

are prone to develop ulcers/wounds caused by prolonged 

pressure. These deaths led me to develop a more preventa-

tive and rigorous pressure sore treatment approach. 

Complete pressure relief and daily dressing were the pre-

requisites of healing, which needed di�erent people to be 

involved. Interdisciplinary case meetings, informal commu-

nication and formal discussions kept all who were involved 

motivated. However, the healing progress depended on 

the insight and cooperation of the a�ected young person. 

Healing of very deep and septic wounds could take a long 

time, so patience was needed. The great successes of skin 

Consolidation
Chapter six
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closure were usually celebrated with a cake and some words 

of encouragement.

Careful sitting rehabilitation started at 10 minutes per day, 

then frequency and length gradually increased. Resting peri-

ods, good positional awareness, pressure relief practices and 

continence management were part of the program; all prac-

tices were rigorously applied after healing to keep the skin 

healthy. Continuation of pressure education, self-manage-

ment, regular monitoring and check-ups after sitting rehabili-

tation were important to keep the person pressure-sore-free. 

The Gelukspan Wheelchair Basketball Team (GBT 
Mongoose) 
In 1997, Tebogo Gaanakgomo, was admitted to Gelukspan 

Hospital with deep pressure sores. I asked a local person with 

disability who worked at Herberg to build him a prone trolley 

so as to relieve the pressure on his sores and allow mobility 

again. Then we started an initiative to make others aware 

of the danger of pressures sores. We requested permission 

to hold a pressure sore awareness campaign at Tlamelang 

School for the Physically Disabled. 

Some weeks later, Tebogo got the idea of starting a wheel-

chair basketball team. I had received a day’s training in 

wheelchair basketball as a sports therapist, loved sports, 

loved youth, and was immediately hooked on the idea. We 

started with a heap of scrap wheelchairs from the hospital 

that we rehabilitated and, with the blessing of the principal, 

Mr Odendaal, the team took o�. Twenty pupils of Tlamelang 

School participated in training sessions on Tuesdays, Fridays 

and Saturdays. Then we applied for funding from the poverty 

alleviation funds and bought our first set of basketball chairs.  

A lovely time of carefree joy started. My experience in leading 

Christian youth groups in Germany came in handy and, while 

developing sporting skills, we worked as well on personal de-

velopment, social skills and spiritual formation. We held work-

shops on character building, values and HIV/Aids prevention 

as integral parts of the program. Through my involvement in 

church and observation of the growing number of HIV-related 

deaths in young people, I felt an urgency to include these 

life-saving lessons in our team program. We tried to facilitate 

conscious reflection on own behaviour, feelings and peer 

pressure in regard to sexuality and disability. We also o�ered 

a positive non-sexual physical experience on the basketball 

field.

The para-program was geared to children and youth from 

Tlamelang School for the Physically Disabled. Initially, most 

participants were members of the GBT Mongoose Basket-

ball Team or students of Tlamelang School who had been 

referred by Dr Krug, the paediatrician assisting the school 

and our hospital. We were able to use the strong motivator of 

playing basketball for building discipline in self-care proce-

dures. People with pressure sores were not permitted to par-

ticipate in sports, and regular checks were carried out by the 

competition authorities. The young people with paraplegia 

had to learn intermittent self-catheterization to keep dry and 

reduce the risk of pressure sores as well as urinary infections. 

So this procedure was taught along with regular counselling 

and self-management sessions prior to admission into the 

basketball team.

By 2005, we had Bra Search’s technical services at our 

disposal and were able to order prone wheelchairs. Search 

always came up with good functional and original designs 
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that could accommodate body deformities, colostomy bags 

and contractures. We tried to build and design these prone 

trolleys nicely and paint them in the favourite colours of the 

user. Young paraplegics were thus able to relieve pressure 

completely to allow wound healing while being mobile. This 

prevented the depression caused by prolonged hospital stays 

and enabled them to continue their schooling. The wound 

care was carried out in the morning by the ward nursing sta�, 

after which the students propelled their trolleys to the nearby 

Tlamelang School, to return only in the afternoon.

My activities with the GBT – coaching, workshops and man-

agement tasks – were extracurricular ones then, not yet part 

of the o¡cial work of the PGC. This changed a bit later when 

it became clearer how this project related to the other pro-

grams. However, from the start we aimed to develop this team 

Gift and Keitumetse at the basketball court. Photo: John Robinson.
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into an independent entity, though we made optimal use of all 

available sources of support.

Tough times
Between 1998 and 2003, some of our long-standing sta� left 

the department. One CBR worker had reached pensionable 

age, the youngest went for CBR-training, one fell ill and died, 

and another left to be married. The leadership and manage-

ment structure of the hospital also changed. Dr Hermann, 

a very supportive medical manager (superintendent), left in 

2002 to develop an AIDS prevention and care organization. 

The management changes brought cost constraints with them 

and it was no longer certain that the CP courses would contin-

ue as before. Although the courses were well established and 

overflowing, we were told to reduce participant numbers to 

save money. It was almost physically painful to think of turning 

down mothers. We were forced to limit numbers as a first 

response. We had no choice. But we also began feverishly 

looking for alternatives. 

Structural changes in health management were made. Hospi-

tal and district health services, which complemented one an-

other and were managed together, were now separated into 

two di�erent entities. As a result, transport resources were 

relocated, emergency ambulance services outsourced and 

hospitals were allocated far fewer vehicles. We had to slash 

our outreach program. Some sta� were relocated into the 

sub-district health structures that had been created. These 

included Joseph Menoe and Ria Damaneite. Joe went to 

Delareyville, about 100 kilometres away, and Ria to Atamelang 

clinic, where we had a well-established Self Help Group 

operating in the clinic yard. She was to be supervised by Joe, 

who had already established three new rehabilitation service 

points, Agisanang/Sannieshof, Ottosdal and Delareyville, in 

his last years of community outreach. These became the basis 

of his new service development.

Ultimately, our eight-person section was halved. We were 

able to get two young community service therapists at the be-

ginning of 2003 so the services could continue, but we had to 

discontinue the WITS-Student Program. I felt I was no longer 

able to respond adequately to the students’ needs and fulfil 

the mentoring criteria set by the university. Our expanding 

core program, the PGC, was under threat. Dr Krug suggested 

that we present the program to the regional health authorities 

because it was so beneficial to children with disability in all 

the sub-districts.

In 2003, therefore, we had our first District Management Team 

presentation to justify making the PGC a regional facility. I still 

remember how nervous yet pleased I was to present our work 

to the managers involved in institutional and district health 

services. I was confident that our program was working well 

and had very positive feedback from parents and sta�. The 

response was unexpected, almost overwhelming. The manag-

ers appreciated the work very much and, to my surprise, even 

wanted us to receive better financial and structural support. 

We could increase participants’ numbers again and expand 

services. Di�erent cost centres would share the costs. This 

model has remained till today.
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Because the Herberg was in poor condition and the hospi-

tal’s TB wards were being shut down we were told to move 

the PGC into two of the vacated wards. We had some doubts 

about the move because we had enjoyed our freedom. But 

we didn’t have much choice and this move turned out to be 

for the best. A number of problems were solved and new 

opportunities opened up. The distance between the old PGC 

and the hospital had always been a matter for concern, es-

pecially during the night when a child got sick or had convul-

sions. The mothers had to walk through the darkness to seek 

medical assistance at the Out Patient Department, which was 

far away. Our facilities had been more than simple, and lonely. 

Toilet and shower-facilities were defective. All the mothers 

had to sleep in one ward divided into cubicles: the luxury of 

privacy was unknown. 

After a few months the TB wards were renovated according 

to our wishes. We turned one into a stimulation centre with 

open cubicles, with a closed classroom that could also be 

used for individual or small group intervention. Two o¡ces 

provided space for privacy as well as administrative work. 

One of them also served as a treatment and assessment 

room. We found this set-up quite useful. After one sub-dis-

trict o¡ce donated their computer to us, Rachel and I were 

able to work with mothers while carrying out administrative 

or managerial tasks. The other ward was changed into a 

hostel-like facility, with a small kitchen, two storerooms, one 

open area (for eating and meeting) and seven rooms holding 

two to six beds. 

A new life began! We decided that the PGC should develop into 

a full-time paediatric rehabilitation service. In August 2004 two 

experienced auxiliary nurses, Sanna and Lizzy, joined our team 

and became physio-assistants. They adjusted easily and served 

wholeheartedly in our section. Rachel and I were now able to 

concentrate fully on the PGC services. It was a huge milestone 

in our history. We had a dedicated, spacious and child-friendly 

facility, o¡ce space, and privacy when needed. And with the 

proximity to hospital facilities new opportunities were creat-

ed. It was also important that our children were seen – in the 

passages, in front of the PGC, during breaks in CP courses. Now 

disability was more naturally present around the place. 

The children came for follow-ups, the doctors in the outpa-

tient department referred children and we attended to all 

paediatric cases in the hospital, building relationships with 

families during admission to invite them to the CP courses. 

During the courses, Dr Krug always made a round or two at 

the centre when it was her day to be in Gelukspan. We were 

able to present our problem cases to her and got specialized 

advice and encouragement. The hospital facilities were all 

close and available for follow-up. Dr Krug’s training in paediat-

ric diseases also contributed to good mutual cooperation and 

improved paediatric service and care.

Expansion
Chapter seven
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In 2006 we were able to extend both the number of courses and 

the duration of the preschool courses to four weeks. Five regular 

courses were established. We wanted each child and mother to 

have the opportunity to attend at least one longer course per 

year. We were becoming increasingly aware that the process of 

acceptance had its ups and downs and some particularly vulner-

able phases when life circumstances or age changed and a new 

relationship with the disability had to be found.

This phase also led to more family focused intervention. 

Fathers who hadn’t been visible at the beginning began to 

appear at the centre, bringing their partners and children. We 

felt we should also respond to social change whereby fathers 

began to be more involved with their families. We included 

all relevant males in the term ‘fathers’, based on the tradition 

in which we worked and lived. Over the years 2006-2010, 

we held twelve fathers and family workshops, the peak being 

in 2007-2009 when we held three workshops per year. This 

phase was important, teaching us about challenges in part-

nerships, families and male persons. After this, we moved to-

wards more individualized counselling or couple counselling 

about the disability or other matters relating to the child or 

family life. Both methods have their own dynamics, advantag-

es and disadvantages.

In 2006, I registered for a part-time master degree in Early 

Childhood Intervention. This helped me reflect on and ana-

lyse our services. I was better able to conceptualize some of 

the approaches we had developed intuitively as we respond-

ed to increasing and changing needs.

In this year also, a longstanding friendship with the local Early 

Learning Centre Ramothibe (ELC) blossomed. The ELC teach-

er, Mmamogolo Ilse-Marie Hiestermann, one of my sisters in 

the Spiritual Community Koinonia, was showing preschool 

children around the area and they visited Tlamelang School. 

They met a boy with disability and one of the children greet-

ed him with ‘hello Segole’. Segole, the Setswana word for 

‘person with disability’, has a very negative connotation, like 

‘cripple’ in English. Mmamogolo asked the little boy his name 

and instructed the kids to call him by that name. This led to 

regular visits between our two centres, which helped reduce 

the mothers’ fears about sending their children to a main-

stream preschool.

Repair and adaptation
At this point, it became apparent that we needed wheel-

chair repair and adjustment services or customized assistive 

devices. The volume and diversity of our clients had risen 

and a number of young children with whom we had started 

in infancy were growing up and needed buggies and wheel-

chairs. This need was first answered via our relationship with 

the GBT Mongoose Wheelchair Basketball Team.

In 2003, GBT Mongoose renovated their basketball court. 

I’d managed to get a roads contractor to donate labour and 

material for resurfacing it as a community plough-back ac-

tivity. We also wanted to build a spectators’ tribune, improve 

the fence and provide space for team benches so we could 

host o¡cial matches. We got a little money from a lottery fund 

and I went out into the neighbouring village, Bapong, to look 

for workers. Within no time my van was full of young men 

willing to work for us who were joined by a few from other 

villages such as Uitkyk and Nauwpoort. For three months we 

provided work for them while they contributed to uplifting the 

disabled community and themselves. Somehow this was the 
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start of more integration or awareness about the needs and 

abilities of young people with disability in nearby communi-

ties. A sense of ownership must have attached to this activity 

because up to today we continue to get assistance from most 

of those workers.  

Bra Search is one of these workers. A gifted young man, 

he became technical assistant to the basketball team. The 

wheelchairs were growing old and had multiple maintenance 

needs, and the facility had to be cared for. We created a small 

workshop with various repair services as an income-gener-

ating project attached to the team. A short time later, Search 

was joined by one of the adults with disability in the team. 

These two turned the surroundings of the court into a garden, 

built swings for the local kindergarten and the PGC, made toy 

cars, opened the GBT car-wash and did many more useful 

things for both disabled and able-bodied community mem-

bers.

The hospital was still serving many clients with disability from 

the various sub-districts, Tlamelang School and children from 

all over the province. They also needed wheelchair repairs. 

There was no such service available anywhere, and the stock 

of wheelchairs in the hospital and other rehabilitation units 

was always short. 

It became clearer and clearer that our centre needed quali-

fied sta� to carry out wheelchair repairs and adjustments. We 

started with occasional repairs, but once again Dr Krug played 

a pivotal role in taking us further.

Wheelchair services 
In 2004 Dr Krug, who visited Tlamelang Special School regu-

larly, called me to look at a deep pressure sore of one of the 

girls there. She asked, ‘what can you do for her?’ I recalled 

the prone trolley we had made for Tebogo. The man who 

had made it was no longer working at Gelukspan, but we had 

Bra Search. I went to him and described what I wanted. He 

started to work on the project immediately and finished it by 

Wheelchair production.
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the next day! I brought children with special requests related 

to their assistive devices to him more and more regularly. 

Today, it would be to build a mini foot-driven wheelchair for 

Khumoetsile, a CP child, tomorrow another a new trolley for a 

boy admitted with pressure sores in the children’s ward, then 

to fix a normal wheelchair. A new service component was 

slowly emerging in a little corner under the roof of the Wheel-

chair Basketball Team. Sometimes we got a bit more money 

for the special devices Dr Krug ordered. She had access to 

a children’s charity fund, which paid for these interventions. 

From the extra money the first tools were bought: a welding 

battery and grinder, and later some more specialized tools. 

We already had some basic tools through the GBT Mongoose. 

When the North West Province allocated the first electric 

wheelchairs to certain service points, a new challenge arose. 

I had been part of the provincial task force setting standards 

for provision of these expensive devices. In 2005, we were 

issued electric wheelchairs for the first time. I involved Search 

from the start. I knew that maintenance would determine 

whether this would be a success, or just one of the govern-

ment’s expensive hand-outs that would break down as soon 

as any technical problem appeared or the first set of batteries 

ran down. So though we had no solution yet, nor experience, 

we started a regular maintenance service for the first three 

users of electric wheelchairs (Tlamelang School pupils). 

I was sure that there was much more untapped potential with-

in Search so I organized a two-week internship at a wheel-

chair firm for him. We began visiting wheelchair providers to 

learn about wheelchairs, then got a donation of spare parts 

from the rehabilitation programme and more tools donated by 

an orthotist. The repair service grew slowly but surely.

Most challenging and important was the development of 

the life-saving pressure sore prone trolleys. Over the years, 

Search built over 15 di�erent ones and started to develop 

closer contacts with their users: paraplegic children and youth 

who had to face multiple problems at home, school or in their 

emotional inner world. Through the trolleys, the integrated ap-

proach and the prospect of joining the basketball team, they 

really started coming back to life. Search’s informal contribu-

tion in encouraging them to be patient, to use the trolley and 

keep on in life was an important ingredient in their healing. 

Working as a team helped us to keep some communication 

lines to the young people open even when we had to deliver 

unpleasant news or one of us had a conflict with our current 

trolley-user. I started sharing more background information 

about disabilities, especially paraplegia and cerebral palsy, 

with Search. Over time, his competencies broadened and be-

came more rehabilitation-focused. His specific abilities were 

so essential for a high quality service I wondered how we 

could integrate them into the government services linked to 

the PGC. I knew I needed these hands, I needed this service, 

and he also enjoyed the work and needed a reliable source of 

income to maintain his family. We had patience and dreams. 

Meanwhile we continued to work together.

In 2007, after two to three years of having only minimal 

transport, an additional car was allocated to the hospital. We 

immediately resumed outreach activities because most of the 

Self Help Groups had collapsed. In addition, physiotherapy 

assistants who had left Gelukspan because they were relocat-

ed to other sub-districts had requested support visits to their 

institutions. They wanted assistance especially regarding CP 

children. In this period our outreach was largely in providing 

support, raising awareness, and carrying out interventions on 
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request. Our referral system for developmentally challenged 

children to and from Gelukspan was working well, and the 

service points in other sub-districts were trying to establish 

CP clinics. At the same time, some community service thera-

pists, especially those in our district, were sometimes the only 

ones in rural hospitals and I felt an urgency to provide at least 

minimal support to those relatively close to us.

At Lehurutshe Hospital, two young community service ther-

apists re-established a long-functioning but discontinued 

CP clinic in 2008. We were able to visit this team and the 

CP clinic once a quarter to help them assess children, give 

suggestions, and provide input for the mothers. Mothers who 

had participated in our CP courses also attended these group 

sessions and were helpful to new mothers. We also benefitted 

from having mixed teams during our outreach visits. Gift, a 

highly motivated young person with paraplegia from the bas-

ketball team who had been volunteering in the physiotherapy 

department and the PGC, sometimes came along. Sometimes 

I asked Search to accompany me and provide a wheelchair 

repair clinic while I was giving professional support to the 

therapists or assistants. Occasionally we also visited Delar-

eyville, where Joe had built up a whole rehabilitation service 

with the help of a young physiotherapist. Later, Joe was able 

to get a small department built and therapist posts related to 

the Delareyville Health Centre established. His sub-district 

manager, Mrs Taljard, supported and helped in making this a 

reality. 

This network was beneficial for everybody but it was not su¡-

cient. Many young professionals and assistants were left with 

huge responsibilities and little supervision or support due to 

a lack of therapists in the province and little advocacy work. 

That’s why many of them left the province soon after comple-

tion of their obligatory community service.

The network developed, however, and we had various ups 

and downs. We had a di¡cult time in the GBT Wheelchair 

Basketball Team in 2006/07 due to a change in leadership at 

the Tlamelang School. Suddenly, we couldn’t use the school’s 

transport at all and pupils were not allowed to participate 

freely in the team activities. As time went on, the friendly 

relationship between school and GBT broke down. A year 

later, relationships within the technical team soured and it 

became di¡cult to continue with the workshop project. We 

gave ourselves a break and each person followed his own 

road. However, Search had promised to help if I needed him 

for particular services. I took up this o�er and the service was 

re-established under the umbrella of the PGC.

In March 2008, Lebogang’s electric wheelchair broke down. 

He had attended some courses, founded a Disabled People’s 

Organization (DPO) in his area called the Kgalagadi Associa-

tion for the Disabled, been involved in the National Associa-

tion For People Living With AIDS (NAPWA) and continued to 

attend annual empowerment courses at the CAAC (Centre 

for Alternative and Augmentative Communication in Pretoria). 

Now, in his home village, his wheelchair couldn’t move at all. 

When he had saved enough money, he travelled eight hours 

from Kuruman to bring it to us and ask for help. Search was 

on a break. I went to his home and asked for help. He came 

to work the following day. After three days of hard work, the 

wheelchair was moving!

At this point, I invited Bra Search to join the Parents’ Guidance 

Centre on a fulltime basis. We created a small NGO project in 
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2008/9, the ‘Reakgona Projects’ for developing services rela-

ted to assistive devices, peer counselling and empowerment 

of persons with disability. We got a small grant to fill gaps in 

the services provided by the formal government sector and 

bought material, upgraded the tools and paid Search a regu-

lar stipend. 

It was not in vain. Search had an extraordinary gift for 

technical understanding, and was neat and fast when he 

was engaged in a project. I would even say he has a gift for 

engineering. He created numerous special devices or adapta-

tions of wheelchairs out of scrap material. We worked closely 

together in developing solutions to problems, but for the most 

part I just described what the problem was and the improve-

ment for a child or patient that was needed and Search was 

able to translate this into technical terms. He almost always 

had creative solutions. I stretched his patience at times but I 

enjoyed the creative projects. These could be brake exten-

sions, special footrest designs, or seating adjustments for 

children who had been issued ill-fitting wheelchairs by other 

therapists or assistants. 

Growing with each challenge and learning from experience 

each time, we also grew professionally. One of our greatest 

moments was when Search transformed his first standard 

Madiba Buggy into an electric buggy. This was in June 2009. 

It was a project for one of our young CP adults, Matlhodi, 

who had major problems with balance and very poor hand 

function. Our idea was to combine a Madiba Buggy base from 

Shonaquip with the electric motor, wheels and systems from a 

Clinical Emergency Chair. Assisted by the client’s cousin and 

myself, Search worked from eight in the morning till eight in 

the evening, interrupted only by a short meal. When he con-

nected the batteries in the evening we held our breath. The 

wheels, with all their complicated little parts, constituted the 

biggest challenge of the conversion. They moved! The opera-

tion was successful! It was amazing and a great victory. It felt 

a little like I imagine the feelings must have been after the first 

heart transplant in Cape Town. We left everything in chaos 

that evening and went home happily. The next day Search 

gave it the last touches and completed the project.

In 2009/2010 we built a small workshop attached to the PGC. 

Now the physical structure for the work existed and demon-

strated that this service was meant to be a permanent one. 

Over the years, Search grew from a young general handyman 

into a competent creative service provider for children and 

adults with disabilities. He is now the only person in North 

West Province who is able to diagnose and repair electric 

wheelchairs. From the minute I asked him to join the PGC in 

2008 I had started lobbying for posts for technical assistance 

in rehabilitation to be created. I started to present this area 

of work at the District Management Team meetings as well. 

Finally, two posts for technical assistants were created, one of 

which Search is still occupying. 

Meanwhile we continued working, learning, expanding our 

skills and services.
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Our physiotherapy team consisted of four people by 2010. A 

well-balanced group of reliable and experienced workers and 

volunteers shouldered a lot of work. At times we were over-

worked, had to compromise or say no. At other times, we were 

jubilant, because, with the help of our long-serving volun-

teers, we ran and expanded the PGC services and enjoyed a 

well-functioning team. We lobbied for more posts for years and 

eventually got an additional four assistant posts. Two of them 

were therapy-related, the other two dedicated to the technical 

service. In October 2010, two new sta� joined our team to train 

on the job as physio-assistants. Boitumelo Modisenyane had 

volunteered for about six months in the PGC, assisting mainly 

in administration and some care-giving tasks. Mmaserame 

Ikopoleng ran a Self Help Disability Centre in Disaneng, one of 

our outreach support projects. Both were mothers of CP chil-

dren who had participated in our courses. Bra Search was ap-

pointed to one technical post in 2011 while the other was filled 

by Onthusitse Monametsi, nicknamed Thusca, one of the GBT 

basketball players, who had volunteered for a short time in our 

centre. As a person with physical disability, his presence made 

inclusion a reality. We wanted to practice what we preached.

We experienced a period of unexpected adjustment prob-

lems. Ability to work in a team, the role within the team, 

knowledge, pace of learning, values, age, gender, circum-

stances in life, experience and competence in the di�erent 

work areas all varied very much and a new balance had to 

be found. At the same time, Rachel and I had to train the new 

employees in work procedures and content. We had to find 

extra time for this while delivering the full program as usual. 

One of our mistakes was probably failing to reduce the nor-

mal course program and include a regular training schedule. 

Instead, we maintained our routine, integrated the new em-

ployees, and taught them on the job. This had its advantages 

too, as learning by doing worked well. But looking back, I 

realize that the vital time for reflection, supervised action and 

formalized inputs was too little. 

Some struggled more, others less. But this struggle a�ected 

us all.  Everyone had to adjust to the various demands in the 

centre’s work and to the new team, and find his or her unique 

role in it. It was a time of hard work in team building, sharing a 

vision, and finding a common ground of understanding. But it 

also included times of great joy, when new projects and ideas 

were implemented. The unique gifts of the new employees 

created fresh opportunities. It was always amazing and inspir-

ing for us to stage a new project, workshop or idea as a team 

because we realized through this kind of working together 

how our di�erent gifts complemented each other. We were 

able to rely on one another when everybody was engaged in 

a particular project.

Disability Project Leadership courses
In February 2011, again through an initiative of Dr Krug, we got 

Empowerment
Chapter eight
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involved with a community-based disability project at Khunot-

swane Village called the Orearabetse Disability Day Care 

Centre. Here, in a remote, arid village, some mothers with 

intellectually challenged children had started a project since 

2005.  There were many children with intellectual challenges 

and dropouts with additional problems in the village. The high 

prevalence of disability in Khunotswane was due to poverty, 

lack of knowledge of what to do, and a number of social fac-

tors. However, five courageous women had made it their mis-

sion to gather these adolescents and their parents, and had 

started to provide a place of love and some occupation. In 

the beginning, they were not very sure what to do with those 

30 young people. Some teaching, games and good food 

were important benefits for the participants. All helpers were 

parents of participants and they had managed to register as a 

non-profit organisation, thus securing support in governmen-

tal and private circles.

When we became involved, Dr Krug had already paved the 

way. She had examined all the children and adolescents, 

helped with the start of anti-epileptic treatment, and identi-

fied a number of needs. Using our manual ‘CP ga se boloi’, 

she had provided regular in-service training to the women 

involved in the project so they understood their participants 

better. One need that had been identified was more training 

for the workers in disability matters as well as management 

skills. 

This was the start of our Disability Project Leadership Training. 

In the first year (2011), we o�ered a course for the leadership 
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and six male participants. We retrieved about 12 old con-

demned chairs from the hospital’s scrap store. While our tech-

nical team was teaching the young men to repair old chairs 

and make educational toys, the workers were learning about 

disability, step-wise learning, life-skill-based learning opportu-

nities, and communication with non-verbal people. 

In the following year (2012) we went further and invited Taung 

and Lebogang’s project from Kuruman to join the workshop. 

Learning from one another was one of the most beneficial 

outcomes. As in the CP courses, the project leaders ex-

changed successes and frustrations. Their projects were 

not all at the same level as regards duration, support and 

experience so each one was able to contribute some insights 

or give tips for problem solving in others. Because we also 

applied the goal-orientated process we had learned to value 

during the Solofelang courses, we decided that follow-up 

workshops would be beneficial. It was great to see that all 

the projects progressed so well, despite the di¡culties and 

obstacles they all experienced. 

Handling responsibility
During these years of growth, sharing responsibility became 

a necessity. New members of sta� still need guidance even 

after a couple of years on the job. But a certain routine and 

independence can set in depending on the levels of ability 

and experience. As the leadership team, Rachel and I tried 

to hand over projects or limited areas of responsibility to 

small teams of workers or individuals. This was a challenging 

learning process for all of us. Boitumelo was a quick learner 

and soon played a major role in the CP courses, teaching and 

assisting the mothers during their stay at the PGC. She could 

also assist in administrative tasks. Search had always run the 

technical services workshop with my assistance. I tried to re-

duce my active involvement and wait for his initiative to take 

more responsibility. He expanded his scope into passing on 

his skills during the leadership course, and learned some new 

procedures. Thusca had the least experience in the therapeu-

tic area, but brought in some IT skills, assisted in administra-

tion, and learned how to do Plaster Of Paris casting of hand 

splints for the children. 

Disturbing developments
You would think, ‘what an ideal mix of people!’ Unfortunately, 

some had severe private problems, which seeped massively 

into our work and sometimes made the person unable to per-

form his/her job. The team carried the particular sta� member 

at such times, but it increased the burden, especially on the 

leaders. Gossip, limited knowledge, allegations and incorrect 

expectations began developing in our team like a deadly 

snake’s poison. One sta� member reported the leadership 

to the trade unions and alleged improper management, 

especially using small funds collected for the CP-mothers’ 

benefit. An investigation was conducted which disproved 

these allegations and we had to part with this colleague after 

several incidents involving lack of confidentiality, misconduct 

and insubordination.

 

In addition, participating mothers of today have a di�erent 

focus and character from mothers in the early years. Societal 

changes and the vicinity of the hospital have brought unex-

pected challenges that resulted in problems with discipline 

during the CP courses. These especially surfaced after hours 

when the sta� had gone home and the supervised program 

was over. This was not always easy to handle. Many mothers 

had to deal with personal challenges, broken or unstable 



REAKGONA    We make it! We are able! We manage!52

relationships, and they lacked clear principles. This was con-

nected with the interest of many men with or without disability 

around the place. At times, Rachel or I just popped in over 

the weekend when we passed Gelukspan. This practice and 

some reports helped us to identify misconduct detrimental 

to both the children and women. A number of transgressions 

and disturbing happenings troubled us. The losers were 

always the children – and, in our view, the young mothers 

themselves. Our disciplinary actions were unpopular and 

painful: we sent home some mothers who had not respected 

the house rules, shortened one course, and suspended par-

ticipation by some mothers for a time. Were we going to make 

it or break it?

A general parents’ meeting was called in June 2012 to inform 

parents about what had happened in the PGC and find a 

commonly agreed way forward. After lengthy discussions, 

the parents suggested the courses be shorter and with fewer 

participants, so more intense contact time would be possible. 

The di¡cult decision was taken that the CP course concept 

had to be changed again. This was at the cost of prolonged 

intervention, which always made a lot of di�erence to the 

children, but we had to try something. 

During this meeting, another interesting move took place. The 

forum of parents elected an interim committee to serve as a 

sort of parents’ board. Its function was to communicate with 

the parents who attended courses, seek communication with 

the hospital management on occasion, and meet at times with 

the PGC leadership. We felt this was a very good idea. We 

informed the medical manager, who is the direct supervisor of 

the Head of Physiotherapy, and thus of the PGC, and started 

implementation. 

Lower participant numbers reduced our stress because in the 

past we had often felt that we spent insu¡cient time with indi-

vidual mothers. Discipline problems vanished. We reduced the 

duration of the preschool preparation courses as well as the 

number of participants. The parents appreciated the neces-

sary boundaries and reinforced house rules for the protection 

of their children’s wellbeing. This was a process of re-estab-

lishing healthy priorities and focus for the sake of the children. 

Volunteers in the disability program 2012 - 2014  
And what about the volunteers? Did they disappear as posts 

were established? No, they are part of the PGC, especially 

those who have a disability. Many people have helped us for 

longer or shorter periods. Sometimes it taught them work 

skills and procedures and thus equipped them for applying 

in the open labour market. But three persons made signifi-

cant contributions to the various programs over the long haul 

and they are still with us. First, there is Thabang Mopedi, a 

young man with cerebral palsy who particularly assisted with 

wheelchair repair and is there for all of us for any errand or 

assistance. Through his steady presence he had become 

an integral part of our team. Secondly there is Lebogang 

Sehako, whose contributions have already been mentioned. 

His visionary input, example and patience have made a huge 

di�erence for many parents or other young persons with 

disability. His attendance at the PGC is of a modular nature 

as he continues to assist with the Solofelang empowerment 

courses.  And thirdly, there is Gift Mooketsi, who has been 

helping in the physiotherapy and PGC departments from the 

age of 21. His life is movement. As a national wheelchair bas-

ketball player, he increasingly took over coaching, life skills 

training and assistant managerial tasks in the GBT Mongoose. 

He has provided peer support and counselling to many para-
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plegic children and youth with respect to life, hope and their 

self-management. He recently became my advisor on di¡cult 

issues and ensures that we don’t lose quality. 

2013-2015 - Adjustment, consolidation and a new 
challenge 
Ownership of a project or program is something special. 

Usually, a small team or individual identifies a need and starts 

one. The Parents’ Guidance Centre REAKGONA has grown 

into a large program, with many sub-programs and sub-pro-

jects. This has only been possible through the involvement, 

input and shared responsibility of the workers, volunteers, 

participants in the programs, and the supports we enjoyed. 

Our history shows that ownership cannot be taken for granted 

nor is it an everlasting status. It has to be gained, undergo 

changes and, if it gets lost, found again. 

Changes in the sta�, every arrival or departure of a colleague, 

especially in the close PGC team, a�ects this process. The 

question of how to hand over such services to the next 

Makabelo teaching coworkers of Orearabetse Disability Day Care Centre with CP ga se boloi manual
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generation is sensitive but necessary. Certain values have 

been formative and characteristic for this centre and the way 

the di�erent programs grew into an internal network. The 

complexity of disability and overlapping functions and respon-

sibilities in di�erent areas of work, and the trans-disciplinary 

approach we try to apply, may irritate some people and make 

them insecure. I am aware that we expect a high degree of 

responsibility and independence from each and every rehabil-

itation worker. Flexibility and willingness to work in a dynamic 

team are needed because of the changing demands each 

day brings. The rural locations and constraints of our target 

group often make planning di¡cult: plans are made, but the 

day often turns out di�erently! 

Parents, children, youth and adults with disability, their fami-

lies and sta� members, as well as managers at di�erent levels 

are important for the future course of the PGC. They shape 

the services and have to take over responsibility for it. We are 

on our way, searching, trying, evaluating and responding. The 

final destination may not be known, but we walk and push 

our wheelchairs with good hope. As with any team, we also 

undergo phases of formation, storming, norming and perform-

ing. As changes happen, these processes repeat themselves 

and adjustments continue. The adulthood of an organization 

is reached when the next generation has fully taken over. 

Sometimes the founders have to leave in order to allow this 

process to happen.
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“Emily has three children of her own and a foster child, Thabo. 

He has delayed development and cannot attend school in 

their village, Khunotswane. She found fi ve other mothers in 

her village who have children with disabilities, only three of 

whom could read and write. They were all very poor, but they 

decided to start a day-care centre for their children, and they 

looked for other families with similar problems. The village is 

40 km from the closest district hospital. There is a small clinic 

with two nurses. When I worked at the district hospital I used 

to help in the village in one of its churches. Then Emily invited 

me to give lectures to her group of day-care mothers, to teach 

them about their children’s disabilities.   

“By then I had worked in South Africa for more than 20 years, 

fi rst as general practitioner, later as paediatrician. Undine and 

Rachel at the Reakgona Parents’ Guidance Centre had taught 

me about childhood disability. Thus I felt I could do this, travel 

to Emily’s village and listen to the mothers. We met in a small 

hut or outside, sitting on broken little children’s chairs. The 

mothers told me the stories of their children and what they 

were trying to do in the day-care. I tried to go there once a 

month, to listen to them, answer their questions, and explain 

what I knew about disabilities. It was painful for me to hear 

how many severe disabilities could have been prevented by 

Being a doctor for children 
with disabilities
By Angelika Krug, paediatrician

Now in Halle Germany

basic obstetric and paediatric care. Fortunately, Undine and 

Rachel had written their childhood disability book, CP is not 

witchcraft, in the local language, Tswana. The book is very 

helpful; I could use the local terms and we discussed the 

pictures together. 

“We decided that children with convulsions needed better 

treatment and that we should work with the local clinic to 

achieve this. Emily’s friend Anna wanted to do this with me. 

She had a foster child with severe epilepsy. Anna had only 

basic schooling, but she started visiting families in the village 

who had children with disabilities and asking the parents 

about convulsions. She explained to them that this could be 

treated and that epilepsy was not caused by witchcraft. She 

encouraged them to come to the clinic to meet me. Three 

families came. Anna helped me to take their histories and 

understand what had happened. I examined the children and 

discussed the problems I understood with the parents, Anna 

and the clinic nurse. Anna helped to plan and communicate 

investigations and interventions carefully and appropriately. 

We did this for one year. Then the visiting clinic doctor took 

over. Now many children and families with disability prob-

lems are getting medical care. The clinic sta�  has realized 

that mothers like Anna and Emily are helping them. Anna did 
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follow up visits in the families and asked about side e� ects 

of the anticonvulsants and then she discussed the problems 

with me. Text messages by mobile phone were ideal for our 

communication! Anna helped families to continue with treat-

ment and to experience how much better their children were 

when they had treatment regularly. Not only the convulsions, 

but also behaviour, sleep, learning and nutrition improved. 

Anna and other caregivers taught me again and again to see 

the healthcare system from the perspective of vulnerable 

rural families who had had little access to education. I am very 

grateful for this, and I’m passing on these insights to younger 

doctors. 

“In 1995 I moved to Gelukspan as a regional paediatrician. 

By then Undine and Rachel were developing the Reakgona 

Parents’ Guidance Centre. I loved visiting them, having co� ee 

there, and getting help and advice for children with develop-

mental problems. When I entered the PGC Reakgona coming 

from the busy medical wards, I had to slow down, to listen 

and watch attentively, to be open to surprise. Here I could 

observe some of the wonderful mothers, children or youth 

interacting. Everybody here contributed something to make 

thePGC Reakgona and its children grow. The more I learned 

about PGC Reakgona, its courses and its outreach, the more I 

appreciated it.

Medical Concepts 
“But I also had to change. Being a medical doctor in Africa 

meant we were always extremely short sta� ed. In every hos-

pital there were too many critically ill children, long queues, 

too many deaths. My work included analysing these deaths 

and teaching how to prevent some of them. Logistical prob-

lems in healthcare were huge and never-ending. Clinical 

sta�  stayed with us only for a short time, so we had to train 

new doctors and nurses continuously. 

“When I went to Rachel or Undine to discuss a child, I 

realized that they saw the child now as a gift of life. Yes, 

they saw the problems of the family too, but much more 

important was searching for the potentials of the child and 

of the family. My perspective was di� erent, I saw the medical 

history. I knew that if the caesarean section had been done 

in time this child would probably not have CP. If the child’s 

meningitis had been diagnosed and treated in time, the disa-

bilities would not be so severe. Inside I was angry. When I 

examined my anger, I saw how powerless and helpless I felt. 

“The medical concepts teach us about cause and e� ect. 

How does a health problem start? What causes it? How can 

we stop its progress early and e� ectively, with available 

local resources? When does the illness cross the clinical 

horizon, so that we can detect and treat it? We are racing 

against time: critical diseases like meningitis progress in 

small children at a tremendous speed and destroy the brain. 

How can I teach and equip my clinical team to race with 

me against time, to implement the necessary interventions 

quickly and e� ectively? To continue to monitor and reas-

sess these children day and night? How can I motivate and 

strengthen, so that doctors and nurses do this again and 

again, against all odds, with all their potential and will-pow-

er? How can I continue to motivate, when too many of our 

patients die and we do not get the necessary logistical 

support? 

“I went back to examine my anger, my helplessness. I tried 

to spend time teaching nurses and doctors about com-
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mon and dangerous diseases threatening our children and 

discussing interventions with them. It helped me to cope 

with my stress when I could organize our clinical care in a 

better way. I started advocating for better child healthcare 

in our region, explaining the current problems and possible 

solutions to health managers.  

“As doctors we tend to plan in advance what the next steps 

and interventions for this child should be. But in the PGC 

Reakgona the approach is much more empirical: they would 

take the fi rst step on a multi-faceted path of learning and 

training, then review after some weeks, listen to the mother, 

observe the child and then decide how to carry on. 

“From the medical perspective, some children with 

 neurological disabilities make us feel helpless. We say, 

‘there is nothing more I can do’. And then we tend to spend 

more time with patients where we can achieve healing or 

 improvement. Here the PGC Reakgona team will always fi nd 

interventions to improve the family’s life, to make the child 

more comfortable, to improve quality of life and to develop 

a plan with all involved as to which interventions can be 

tried. 

 

Communication
“As doctors, we are fi ghting a battle against overwhelm-

ing threats. We want to stop the destruction of health and 

function. We want to stop death. Medicine functions in many 

parts of the world in steep hierarchies. As the doctor, I’m the 

general, the nurses are the soldiers. Everyone has to carry out 

orders. Of course, things are changing; we are now working in 

teams. But in many areas of medicine it is very clear that the 

doctor is the team leader. 

“The approach at PGC Reakgona is di� erent. Communica-

tion is open. There is little hierarchy. A doctor is not the team 

leader but an advisor. The situation of the child and the family 

will decide who the team leader will be, often a member of 

the rehab-team or the mother. The child’s primary caregiver 

will be the most important person in the helping team. This 

approach does not mean that, as a doctor, I lose my authority. 

Undine and Rachel showed me that as an expert advisor I 

am important to the team. But I had to learn to let go. And I 

realized that this open communication promotes our creativity 

and strengthens the caregivers.   

“Communication in the PGC Reakgona is mother-tongue 

 (Setswana). Fortunately, I had the opportunity to learn Tswana 

before I started working in Africa as a doctor. What I am 

writing here should be understood against this background. 

I think it is part of patients’ (and parents’) rights to communi-

cate in their mother tongue when needed. 

“I have often noticed friction, misunderstandings and disap-

pointment, when doctors and rehab-team members in Africa 

attempted to cooperate. Some doctors feel threatened when 

di� erent concepts of clinical work collide. I have put di� erent 

aspects of our professional work into a table as a sketch, 

trying to describe some of the problems I had experienced. 

Probably some of these aspects come from our professional 

formation, the philosophy behind our training and our role 

models. We may not always be aware of our attitudes or 

what is driving us. Of course I am aware that many doctors 

and rehab-team members successfully integrate aspects on 

both sides of this table in their work. My question behind this 

sketch is: how can we understand, respect and complement 

one another fruitfully? 
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“Initially I felt insecure when I had to step outside my known 

medical role in order to cooperate with team-members and 

clients at the PGC Reakgona. 

But later I discovered that this gives us gratifying new 

perspectives and freedom in our joint work of supporting, 

healing and teaching.”  

Doctors

Analytical

Fighting for/fi ghting against

Diagnose

I know

I must help

Evaluate, monitor, judge

Critical thinking

Question what has been done

Name defi ciencies and correct them 

(=healing)

Fight defi ciencies; fi ght illness

I am responsible. I’m in charge

Solve the problem

Success is when patients/ mothers comply 

and take treatment as prescribed

I’m active in the healing process

Patients and mothers don’t know; they 

have to be taught

My approach to diagnosis and treatment 

has to conform with international medical 

standards

Rehab-Team members

Strengthen life

Working with/walking with

Listen

We try, we respect 

I want to be present

Describe

Creative thinking

Observe the child and the care giver

Find detours to function/detours to life. Healing also means to accept

Accept limitation. See life beyond limitations

I have hope. I open doors. I’m the coach

Empower the mother/primary care-giver

Success is when mothers/patients/youth feel free to ask questions and 

contribute their experiences to the process of healing 

I encourage and support

Patients and mothers have lived with their health problems for a long 

time. This experience is very important and has made them ‘experts’

I want to be approachable and in touch with the ‘grassroots’ 
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Double duty: raising a child with a disability
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Essential elements of the 
PGC Reakgona approach

Part Two 

Photo: Search, Freda and her son.
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South African families are torn between tradition and mo-

dernity. Values such as accepting the weaker members of 

the community, reflected in the African expression ‘botho/

ubunto’ (humanity), are under stress in the shift towards a 

competitive business culture and the struggle with corruption 

and nepotism. And practically every black family has at least 

one person living with HIV. Fear, depression, loss of work 

and income, stigma, family conflicts, the burden of nursing a 

severely ill person, all a�ect the mental and physical health 

of many families. These children are orphaned or neglected, 

drop out of school, and engage in substance abuse and petty 

crime.

This is the context into which the disabled South African child 

is born. 

When parents discover that their child is not developing nor-

mally, due to having, for instance, Cerebral Palsy (CP) or Down 

syndrome, they may first deny the signs and symptoms. Most 

children with cerebral palsy are first-born children of young 

mothers, some of them still children themselves, students in 

high school. Health care workers often omit to inform parents 

about the possible or manifest disability of their child, causing 

a significant delay between the birth and the full realization 

that s/he is lagging behind according to typical develop-

mental milestones. If the child has feeding di¡culties, fits, 

spasticity or irritability, it can disturb the process of bonding 

with the mother and a vicious cycle starts. Months or years 

can pass before they get information about the disability and 

its  causes. They go to clinics, traditional doctors, ‘western 

specialists’, churches, prophets, etc. at great cost. The o¡cial 

rehabilitation unit is usually the last station. 

Meanwhile, disabled children may su�er neglect and abuse. 

Those with ‘minor’ disabilities, e.g. intellectual challenges, fall 

through all safety nets. They do not qualify for disability grants 

and can’t perform at school because there is insu¡cient sup-

port for them. They are shifted from grade to grade until the 

gap between them and their peers is so embarrassing that 

they drop out. 

When the disability becomes obvious, it can threaten the 

mother’s relationship with the father and family life as a 

whole, and causes the mother to doubt her competence in 

childcare. It’s a time of severe stress for most families, and 

many boyfriends and even husbands abandon the relation-

ship, denying fatherhood. Sometimes the mother is accused 

of being bewitched or cursed, or of not having observed 

taboos, making the ancestors, or God, angry. Mothers 

sometimes believe these accusations, feel guilty and get 

depressed. Sta� of rehabilitation units should thus avoid 

blaming parents for what they have done to seek help, or by 

telling them they are too late. They have arrived at a place of 

new beginnings. 

Supporting families
Chapter nine
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Starting the journey
It is now time to start a long journey towards acceptance. 

Parents must be helped to become aware of and value their 

own strengths and healing capacities. During the first assess-

ment, a trusting and fruitful partnership should be established 

by showing appreciation for the coping mechanisms being 

employed and the things the parents already do well regard-

ing child care, rearing and handling. It is crucial to create 

trust. Disability has no quick fixes. Contrary to what some 

‘specialists’ claim, no rehabilitation, however sophisticated or 

competent, will o�er this.

What is necessary is a complete paradigm shift away from 

wishing to ‘normalize’ the child, which implies rejection, to 

full acceptance of this special child. We embark on a process 

of letting go of the image of the perfect, able-bodied, able- 

minded dream child and accepting reality with an open, loving 

heart for a child who exists and deserves love in its vulnera-

bility and dependency. The starting point is often painful: frus-

trations have built up that a�ect bonding. Certain behavioural 

patterns have developed. But most parents appreciate being 

told the truth in a sensitive way so they become better able to 

face their child’s disability.

At the Parents’ Guidance Centre (PGC) we use the family’s 

strengths and inherent resources. We work largely with moth-

ers or caregivers but fathers and other men play an important 

role. They often arrange for and bring mother and child in 

for the first appointment, and provide money for transport to 

attend others. Sometimes they check on progress after inter-

vention. So there are opportunities to have informal discus-

sions or formal counselling session with both parents, helping 

Preoccupation with other 
important life events/

situations

Factors influencing time of full realization of childhood disability in the family (U. Rauter)

Observation & awareness 
skills

Experience with typically 
developing child (previous 

child)

Emotional response to child 
(not/wanted)

Realization of 
 disability of child

Knowledge about what is 
expected as “normal”
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them to appreciate that growing up with an emotionally and 

mentally available father helps children relate to men in a 

natural way, and provides them with a feeling of protection as 

well as a role model. Workshops, individual and couple coun-

selling can contribute to positive identifi cation with this role; 

many families learn to communicate better and build more 

stable relationships. Fathers begin to appreciate the progress 

of their children and the maturing of their child’s mother, and 

become willing to take on play or educational activities or to 

build toys and assistive devices for their children.

The Parents’ Guidance Centre tries to contribute to family 

stability. The mother is supported in her various roles and 

healing capacities. Young mothers are made aware of the im-

portance of their behaviour for the general wellbeing of their 

families. Fathers and other committed men are encouraged to 

proudly identify with their role and make a di� erence to their 

children with and without disability. 

In South Africa, many young women become mothers ‘by ac-

cident’; most fi rst children are born out of wedlock. Girls often 

think that having a child with their boyfriend may stabilize 

their relationship, but if the child is a born with a disability it 

can lead to its breakdown. As the child with CP is often a fi rst-

born child, the mother generally lacks experience of mother-

hood and fi nds herself facing a double crisis. She turns to her 

own mother for support, so grandmothers play a huge role in 

supporting disabled children and should be included in inter-

vention programs. In many cases, they care for the child when 

the young mother resumes school or work. And they come 

up with original, sometimes traditional, methods to enhance 

the skills or nutrition of the children. Their experience makes 

them valuable partners in the task of educating, nourishing 

and loving children with or without disability.

Family centered intervention
Cerebral Palsy (CP) is one of the most common of childhood 

disabilities. It is a permanent condition that often includes 

multiple challenges a� ecting mobility, communication, senso-

ry integration and intellectual abilities. Meaningful assistance 

has to respond to the multiple and specifi c needs of each 

child and family, di� erent aspects of the ability and disability 

of the child, and the family needs and resources available. 

Thus intervention should be multi-faceted and of an extensive 

Mothers’ perceptions of the presence of men in 
their lives  (U. Rauter)

safe from intimidation, abuse and violence of other men

domestic problems including  occasional violence

risk of HIV due to 
unfaithfulness +/- unwillingness to use 

condoms

social security, also for child

better status = better prospects also for child

shared thoughts and duties about the care & future of the child 

seen as problematic by 
mothers = stress increasing 

seen as positive by mothers 
= stress reducing
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nature. How can this be achieved in rural settings where often 

very few therapists work?

Professionals or rehabilitation workers who work in rural 

areas learn to work in a trans-disciplinary fashion. They try to 

integrate aspects of rehabilitation beyond their original scope 

or expertise into their work and develop additional skills. Rural 

therapists become generalists or interventionists for the areas 

they work in, rather than specialists in the field of physiother-

apy, occupational therapy or speech language therapy. Coun-

selling, group facilitation, aspects of social work and psycholo-

gy complement the core rehabilitative skills needed. Alliances 

with all those who can contribute positively to strengthening 

family resources, expanding existing know ledge and good 

practice are desirable, but the family – mainly represented by 

the mother or/and grandmother– will remain the most impor-

tant partners in providing the necessary, regular developmen-

tal assistance to the child. They can provide relevant inputs in 

the family environment through adapting the way they perform 

care activities and any other task involving the child. 

Generally, the intervention has to be dynamic and change 

as the abilities, challenges and needs of the children and 

parents change over time. Responding to the child and the 

family are of equal importance. Therefore the initial assess-

ment should include the family, its strengths and limitations, 

assets, composition and how it functions. If the needs of 

children and parents are being met, interventions can kick o� 

a win-win cycle instead of reinforcing negative experiences 

and frustrations. 

In countries where access to specialists and therapists is 

much easier, many parents and therapists think it is the pro-

fessionals’ business to care for and rehabilitate children with 

severe disabilities; they may therefore delegate the respon-

sibility to institutions or specialists. They deprive themselves 

of the opportunities and joys of bonding, acceptance and a 

normal life under special circumstances. For many CP chil-

dren, life-long support is necessary so parents have to adapt 

to a new way of life. In most developing countries the quality 

of care institutions is either very poor or extremely expensive. 

An institution can never replace a parent’s love and care; it 

should be the last resort. Rehabilitation workers can assist 

families who go through stretches of tiredness, frustration or 

increased stress by arranging a respite period and provision 

of additional support. This should match the root problem: if 

the problem is acceptance, more counseling can be provided; 

if the mother feels isolated and tied to the home, alternatives 

for home care might be looked into, even it is only for certain 

hours. 

Siblings of disabled children
The siblings of disabled children are often left out in thera-

peutic interventions. Some of the reasons are the practical 

and financial implications: where travelling is involved, addi-

tional costs for the family may be incurred, or space limita-

tions in a vehicle determine who can come. Some siblings 

feel overburdened by care duties asked of them and angry 

or frustrated due to jealousy or lack of understanding. Others 

develop supporting and caring attitudes and a natural way 

to live with the challenges of a disabled sibling’s presence in 

their life. This depends on how communication and inclusion 

are developed in the family. Helping parents to understand 

their disabled child assists them to help their other children 

understand their disabled sibling. But each child should get 

su¡cient attention (special time) from their parents, as well as 
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Rachel facilitating Omolemo.
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free time to play and do their homework.  Siblings must never 

replace an adult caregiver. 

Disabled children can and should be included in chores 

and duties of the household if possible, learn manners and 

respect their siblings’ special times. Home visits can reveal 

assets and challenges in the sibling-disabled-child relation-

ship. CBR workers or outreach teams should pay attention 

to the role siblings play in the family, what kind of support 

they need, and whether there are imbalances that should be 

addressed during home-visits. 

From grief to acceptance
When a child with disability is born and grows up, the family 

moves through the stages of mourning experienced with any 

form of loss: shock, denial, anger, bargaining, depression and 

acceptance. They grieve for the child they dreamt of – a child 

without a disability. Irrespective of the severity of the disabil-

ity, it is first hard to accept having a disabled child, who does 

not, and will never, meet dream expectations. When helped 

through this, they can learn to appreciate life more than their 

previous dream. They may come to embrace life more fully 

with its unforeseen events, joys and limitations. They can 

become able to identify gifts and beauty where others don’t 

see them. Other family members play important roles in this 

process: siblings, grandparents and relatives of the extended 

family can support or delay the journey towards acceptance 

and living with the child.

Often, parents don’t move at the same speed through these 

stages. The mother carries an additional burden of being 

responsible for the whole family, maybe other children. In 

many cultures, women are blamed for the disability of their 

children, which adds to their own feeling of incompetence or 

guilt. Witchcraft, curses and punishment from God are often 

cited as reasons why a child with disability is born. Though 

factual explanations are becoming more and more available, 

in traditional societies the cultural-spiritual explanations are 

still powerful in the thoughts and formative of the actions of 

its members. It makes a big di�erence when fathers of the 

children, husbands or partners of the mother, show compas-

sion and true acceptance. Shouldering child rearing together 

is always easier and more joyful than if the whole responsibili-

ty is delegated to the women of the family. Shared care-giving 

is the most important goal for any rehabilitation worker: to 

work with the child and family to reach a level of acceptance 

that enables them to cope with the reality. This may take 

many months, even some years, but for me, acceptance is 

more important than function reached. From my experience I 

can say that those families who accept their children usually 

care well for them. This often also includes greater commit-

ment towards working for better abilities of their children and 

participation within their community. 

Coming to acceptance is not a process that is once and for 

all accomplished. There are vulnerable periods when special 

care and additional support is needed, for example, at big 

developmental milestones, e.g. reaching preschool/school 

age, it is usually necessary to work through some of the 

stages of grief again. Then, a supportive family network and 

understanding rehabilitation workers make all the di�erence 

in finding a new equilibrium. 

The self-acceptance of the child also plays an important role 

in this process. Here, the intellectual or mental potential of the 

child is a factor to consider. Sometimes children move ahead 
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of their parents in their self-acceptance, but mostly parental 

acceptance determines how far the child learns to accept her-

self. Other relevant adults (e.g. from the extended family or role 

models) can compensate for parents who struggle to accept 

their children as they are. Looking at all the child’s relationships 

can thus be rewarding. Sometimes, unexpected allies can be 

found in friends, shop owners or a teacher in the neighborhood.

Di�erent family models
In Africa the extended family plays a major role. The most 

decisive figure in a family may not always be the natural 

parent. When establishing the therapeutic relationship it can 

be helpful to call in the father and other influential persons, to 

have a common understanding and clarify expectations. They 

should have the opportunity to express their hopes, wishes 

and ability to participate in the process. A flexible, open and 

friendly approach will help to identify – sometimes after a 

while – where the real strengths of the particular family lie. 

Working within the existing family network and acknowledg-

ing power-relations within this system makes the therapeutic 

approach more e�ective than coming with a concept that 

clashes with the family values or structure.

Even within one culture it is possible to find various models of 

families. Therefore it is valuable to spend some time initially 

to find out how a family functions in order to find appropriate 

ways for intervention and implementation of home programs 

in the situation at hand.

Dysfunctional families, teenage mothers and 
 multiple challenges
Traditional family structures are rapidly crumbling in South 

Africa. Mobility, educational demands and despair contribute 

to an increase in teenage pregnancies. Disability presents 

an additional challenge. A family focused intervention plan 

can help troubled young parents to develop themselves 

and assume parental roles more adequately.  Taking time to 

encourage HIV negative couples with a disabled child to keep 

their status negative, continue building a healthy family and 

appreciate one another, assists family health in the long run. 

To share hope and treasure life in its di�erent expressions 

can become an underlying thread in all encounters. 

The initial assessment process 
When a parent walks into the centre, the first encounter 

usually decides the future of the therapeutic relationship. It is 

therefore important to set su¡cient time aside for a first time 

assessment. A prepared appointment that guides the parents 

on what to expect and how long it will take assists them in 

this new situation where they may feel insecure. 

The child also needs time to adapt to the new situation: the 

environment, people, sounds and smells are di�erent than at 

home. The family may have travelled and had an unusual start 

to their day or have had earlier (perhaps unpleasant) experi-

ences of assessment situations. It may thus be advisable to 

give the mother the opportunity to feed the child after their 

arrival. A hungry child will always be irritated and not show 

her usual behaviour. Therefore going slow at the beginning 

will help all parties relax and create a better starting point with 

one another, thus saving time at the long run. There is no use 

in rushing the first appointment and having a stressed family 

with a stressed child and a stressed rehabilitation worker.  

A proper first time assessment consists of di�erent sections: 

a thorough parental interview, a child-focused physical and 
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cognitive assessment and a concluding session of reflection 

on the experiences and observations made during the day. 

This usually includes parental counselling and making plans 

for future appointments. 

In order to allow the mother, or both parents, to talk about 

life with the child, they need a safe environment, a room in 

which trust can develop. This includes a friendly atmosphere, 

privacy in the counselling or assessment room, and confiden-

tiality concerning their personal information. There should be 

as little disturbance as possible. A respectful, non-hierarchical 

partnership should be established. Health/rehab workers 

should communicate clearly and avoid terminology that 

emphasizes their status or intimidates the child and parents. 

Patients or other clients should preferably not be booked 

simultaneously, though it can be an advantage to have other, 

experienced parents and their children at the edges of a first-

time contact with a new family. The spontaneous interaction 

of parents during a short waiting period is often very valuable 

and helps the new family to relax and build trust. 

One of the first questions should aim to clarify expectations 

of this assessment and put it into a context of starting a 

journey together. When parents express their hopes, rehabil-

HIV and disabled children 

Parents with a severely disabled child go through the same experiences as people living with HIV/AIDS: stigma and 

blame for breaking taboos. Some families experience both simultaneously: the parent may be HIV positive and have 

a child with cerebral palsy. The child may be HIV negative or positive. Parents worry about what would happen if they 

fall ill or pass away. Who will care for the disabled child? Cultural barriers and the di¡culty and prolonged care needed 

may prevent other family members from assuming the responsibility. Yet parents say, ‘my children keep me strong and 

motivated to stay alive’. The quality of the support system and internal coping mechanisms of parents determine how 

they manage the double challenge. Many women report that their partners are not willing to test for HIV. They can’t talk 

openly to them about this topic and fear they will be once again blamed, shamed and left by the partner. They are often 

blamed for bringing HIV into the relationship, whether this is true or not. If the grandmother is supportive, mothers cope 

better, come to acceptance earlier, and stress levels and worries are reduced. 

In the PGC we try to facilitate early access to anti-retroviral therapy and advance self-awareness and self-care on the 

part of mothers. Health checks are encouraged and lessons are o�ered for the whole group to keep abreast with new 

developments in the field, as well as counselling and attention to specific health needs.
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itation workers can pick up a lot of information. They will get 

an indication how realistically they view their situation, the 

child’s disability, and what they expect the rehabilitation team 

to do. Often, these first statements are unrealistically high, 

e.g. parents wish their severely disabled child to learn to sit 

and walk. However, it is important to let parents formulate 

these hopes in order to have a point of reference. Rehabilita-

tion workers also should indicate what they can do and what 

they cannot do. The parents should decide how to continue 

after the first session, e.g. if they only want an assessment re-

port for a school or a confirmatory assessment. Either option 

should be ok. This leaves the responsibility with the parents 

and enables positive ownership of the whole process that 

follows.  

Parents supporting their child Ofentse in doing a puzzle.
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Listening to the parents’ story (history taking) 
During this time, the child can adapt to the environment. If 

he/she is older and other family members are around, it is 

preferable not to speak about him/her and her problems in 

her presence. It might be better to change the order of proce-

dures, e.g. if it is anticipated that the child will fall soon asleep, 

the physical assessment of the child can be the starting point. 

It is always good to ask the mother what she thinks would be 

best for her child and herself.  A prepared order of questions 

helps. The rehabilitation worker should explain that she has 

to take some notes. Eye contact (if culturally appropriate) and 

attentive listening should be practiced. Open questions and 

encouraging words help the parents to tell their story, which 

provides many important details. 

Assessment Guide

1. Background information

The following information should be elicited and recorded.

• The child’s birth position in the family 

• Pregnancy history and antenatal clinic attendance, any 

problems experienced during this period

• Birth history (including birth weight, gestation, apgar 

scores, di¡culties)

• Neonatal history (e.g. feeding problems, need for oxygen, 

naso-gastric tube)

• Early childhood admissions, illnesses

• Any additional problems (e.g. neonatal fits, epilepsy, aller-

gies, HIV status, medication taken)

2. Nutritional and general health status

This should be considered before the physical assessment 

procedure starts. Many children with cerebral palsy have 

feeding di¡culties and therefore nutritional problems. Poverty 

and the high prevalence of HIV and TB are important factors. 

Weighing the child and interviewing the parents on general 

health history, feeding di¡culties, preferences or present cop-

ing strategies are important to pick up any points that need 

further intervention.

3.  Social background

With whom is the mother and child living, in which village, num-

ber of children and adults in the household, type of housing, 

toilet, water, electricity availability; means and level of income; 

family support; father’s impact on family and care for child; any 

social grants; orphaned children. If a parent is not ready to 

share di¡cult experiences e.g. HIV status, marital problems or 

personal stress, this is ok and can be done at a later stage. 

Understanding families includes trying to understand their 

social and cultural backgrounds. A thorough history of Social 

Economic Status (SES) and living circumstances clarifies the 

opportunities and limitations a family has regarding their at-

tendance at rehabilitation sessions. Financial situation, family 

composition, other family related stresses and distance to the 

rehabilitation facility can a�ect the frequency and motivation 

to attend sessions. It should remain the parental responsibility 

to decide how often they want to come. The rehabilitation 

worker can o�er options to choose from.

Sometimes discussions where both partners are present are 

more di¡cult for the mother, especially when the family situa-

tion or relationship with the father of the child or new partner 

is tense or characterized by traumatic experiences. Neverthe-

less, the involvement of fathers and relevant males is always 

of great value and should be appreciated. 
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Special attention should be given to identifying the situations 

in which parents already cope with their own situation. This 

is an important starting point for the future family-rehabilita-

tion team partnership, which should not disempower families 

and make them dependent on the therapeutic intervention 

being o�ered. The role of the rehabilitation team/worker is to 

strengthen the parents’ e�orts and at times augment them so 

they become more e¡cient for the overall family functioning 

and the progress of the child.

4. Coming to realistic goals

A paediatric assessment takes time and may require two 

sessions. It is important to note that the assessment is 

based on ‘today’s observations’ and to find out whether 

they correspond with the parents’ everyday experience. The 

assessment should cover as many developmental domains as 

possible (physical, communicative, cognitive, social, emotion-

al). There are a number of assessment guidelines available. 

Whatever tool is used, one should not get trapped into a 

stereotype, but use it as an aid to structure one’s own ob-

servations. The child should be actively involved and, where 

possible, o�ered choices: sometimes children can decide 

the order of doing things, which toys to use, which colours to 

make a drawing etc. This approach also establishes a good 

relationship between the rehabilitation worker and the child, 

which will be important for the future. 

After a break for food and writing out the findings, the 

observations should be shared with the parents. Asking for 

their own observations is a good way to find out how far they 

are aware of the child’s abilities and di¡culties. Letting them 

describe what they saw that day provides a realistic common 

base that the rehabilitation worker can add to. 

Realistic goals can now be formulated and a realistic plan 

drawn up. A first step is to describe the child’s current de-

velopmental stage/ability and explain to the parents what 

the next developmental sequence includes. These next 

milestones can usually be taken as the first developmental 

goals. Through the sharing of observations the goals will have 

become realistic. If they di�er very much from the first goal 

formulated at the beginning of the session, a bridge must be 

built so that the bigger goal can be approached by starting 

with the first small steps. Where assistive devices have to 

be included in the intervention plan to compensate for or 

facilitate a function or ability that needs to be supported, the 

rehabilitation worker must explain this to the parents or to 

refer them to the relevant team members or other institutions. 

During treatment sessions, parents have to remain the main 

decision makers. They should decide on the frequency of 

attendance, suggested programs and further steps on the 

child’s developmental journey. The rehabilitation workers 

review with them developmental achievements and discuss 

further steps and intervention possibilities at regular or logical 

intervals, e.g. prior to preschool or school admission, when 

major decisions should be taken, or just as a regular activity.

When raising a child with disability, the family is faced with a 

life long journey – indeed as with every child. It is only that 

this journey can be more challenging and more expensive 

than the journey with a typically developing child. Therefore 

the family has to decide how much they can commit them-

selves to specific sections or steps on the journey. They can 

make commitments for certain periods of time. Their ability 

to attend may vary in di�erent phases of their life. A break 

in attendance does not always mean that they are no longer 
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concerned, or are disregarding the service. It can be part of 

a family life cycle/focus, which has shifted for a time or may 

even indicate that they are coping well at home. Home visits 

or telephone calls can assist to find out what is going on in a 

family and why they decided to have a break. Often, so-

cio-economic factors determine whether follow ups can be at-

tended or not. CBR is one strategy to respond to this problem 

and should be integrated with any centre-based approach.

The rehabilitation worker
The rehabilitation professional should work as part of a team 

in which the parents are the main drivers of decisions and 

the pace of the processes they embark on. S/he is a facili-

tator who brings di�erent resources, persons and systems 

together, creating opportunities and access to a set of nec-

essary skills and knowledge. Of course, she also has to do 

some practical assessments and interventions, and teach the 

parents skills and activities to implement at home. During fol-

low-up visits she can point out improvements through re-as-

sessments, modify activities, and advise the parents what 

developmental sequence they now work to achieve. These 

visits often serve the purpose of reassuring and encourag-

ing parents to continue the good they are doing. At decisive 

points, e.g. achievement of new milestones, new intervention 

programs may be introduced or an assistive device changed. 

The centre or rehabilitation unit may also become a place for 

seeking advice when parents have to take a decision, e.g. 

where their child should go to school, whether they should 

try a new medication or operation. The therapeutic team 

should point out di�erent options and help parents figure out 

what they want to do rather than coming with ready-made 

answers.

Parental guidance courses
At PGC Reakgona, we run parental guidance courses called 

CP-courses that enable mothers to spend extensive time 

with other mothers and their children. This happens in formal 

situations during the day program of the CP-course, as well 

as in informal situations during feeding times and after hours. 

During the 2-4 week course, the mothers and their children 

stay at the centre, which has a ward for about 20 adults 

and their children. We have reduced the numbers of course 

participants to about 13-15 in order to have a more control-

lable group size. Peer contact takes place automatically and 

can positively influence parents when they are starting the 

process. More experienced parents help new ones over-

come fears, uncertainty and doubts about their capacity for 

managing their situation. This is a great, often underutilized, 

resource. 

During the course, participants learn about child develop-

ment, disability and health. They go through a group process, 

stimulate their children to perform developmental activities, 

and observe their progress. At morning devotions, they take 

turns sharing personal experiences or insights. The struc-

tured day program, therapeutic intervention and opportunity 

to receive one-on-one counselling helps them gain strength, 

knowledge and skills for their everyday life at home. 

The courses provide situations where mothers can comfort 

or help one another in practical situations during stimulation 

time or in feeding and care-giving after hours.  The moth-

er-to-mother counselling or sharing has a powerful dimension 

that cannot be acquired via therapeutic intervention or coun-

selling. It comes from access to the experience of someone 

who has gone through the same pains, struggles and pro-
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cesses on the journey to acceptance. For many mothers, their 

first CP course is the starting point for their process of inner 

healing. 

Parents’ self-help groups 
During the CP courses we encourage the formation of self-

help or stimulation groups in the mothers’ villages. These 

serve three main objectives: continuation of stimulation (child 

focus); continuation of learning and mutual support for the 

mothers (parent focus); and improvement in the quality of life 

of children with disability in general (child in society focus). Of-

ten, parents are themselves not used to play, far less to using 

play as means of therapeutic intervention. In the group, they 

learn how to use child-focused, encouraging activities that 

are fun for the children, and to allow the children to choose 

what to do. Meeting regularly at a community venue in the 

village also makes the disabled children and their needs 

more visible. Attention is drawn to them since they appear 

Sewing lesson. skills training at Orearabetse.
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as a group, not as single ‘cases’. Other people, also possible 

stakeholders, cannot overlook them anymore. Sometimes this 

can become a starting point for greater interaction and small 

steps towards creating a more inclusive society. The implied 

message is that children with disability belong to the commu-

nity and their inclusion is the responsibility of all, not just of 

the Department of Health or Social Development and Welfare. 

These groups can even develop into rehabilitative services or 

day care centres. 

Our experience is that at least five mothers from the same 

village are needed to form a functioning group and they must 

commit themselves to regular attendance. There should be a 

charismatic group leader or small committee taking respon-

sibility for the group from the start. The form of leadership 

should be agreed on by all group members. Group leadership 

qualities are important. 

Sometimes support at this initial phase can be helpful as there 

may be di¡culties to overcome; however, if a group manages 

without help, it is more likely to survive and overcome other 

obstacles in the future. It is helpful to have a support structure 

to further group processes, consolidation and growth. Expe-

rience has also taught us that visits by external facilitators or 

mentors are extremely important to keep a self-help group 

dynamic and motivated. A well-established outreach service 

is beneficial for the centre-based ‘more professional’ reha-

bilitation services as well as the community-based parental 

initiatives, project-committees or individuals responsible for 

the support group or service. 

Fortnightly or monthly visits can be energizers. The support-

ing (rehabilitation) personnel must guard against imposing 

their own ideas on the group too much. Their role is to help 

the group become more independent. As a rule of thumb, 

they should not do what the group can do on its own, and in-

stead add what is lacking in their existing capacities. By doing 

so, rehabilitation workers do not take power or ability away 

from them, but empower. We have found that the fact that 

someone is coming to visit the group often improves motiva-

tion, regularity of attendance, and eagerness to find solutions 

to problems experienced by the group. Sometimes assistance 

in conflict resolution within the group is also necessary. Group 

members perceive it as more helpful when a neutral ‘outsider’ 

is listening and facilitating the group discussion. 

Experienced outreach or CBR personnel can best fulfil this 

role. In widely spread and remote communities, this connec-

tion can become a lifeline. Therefore the supporting rehabil-

itation workers should either stay in the community or have 

regular transport available. Additional support can also be 

sourced from various community based or institution based 

stakeholders. Mainstream organizations often have a lot of 

experience to share. Within communities, projects or organi-

zations can benefit from each other by forming networks and 

mutual interest groups. 

If the outreach/support link is lacking, the local group may 

end up in boredom or frustration and collapse because of 

lack of input or new ideas. The centre-based services may 

become irrelevant or too sophisticated (far away from the re-

alities of local community life). Especially during initial project 

phases, visits help to strengthen group members to become 

more confident in putting their ideas into practice. The centre/

rehabilitation team/CBR worker can help the leaders improve 

their leadership skills and become aware of important things 
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to consider. Visits can also provide opportunities to assess 

new children, pick up problems, or just assist with adjusting 

stimulation programs. Sometimes, for example when a child 

has proceeded to the next developmental stage, the parents 

are shown new activities and learn how to facilitate the follow-

ing developmental step. Rehabilitation sta� can also strength-

en parental initiatives by o�ering toy workshops, making 

stimulation material, or looking for low cost yet attractive 

therapeutic and educational materials.

• Members/target groups e.g. mothers with CP children, 

youth with intellectual challenges

• Responsibility and leadership structure, e.g. convenor, 

committee

• Support from outside, e.g. community clinic, CBR workers, 

support through outreach

• Frequency and length of meetings

• Day program (structure and activities)

• Venue e.g. clinic, public building, church

• Food - sharing a meal is often an important element

The group should define these parameters for itself in a way 

that works for its members. A small start can always grow in 

commitment and frequency. It is painful and frustrating when the 

initial design is unrealistic and the group crumbles as time goes 

on. For instance, when a group sets out to meet every day and 

cannot maintain this, a meeting once a week feels like a defeat, 

although it is a great achievement if maintained over time.

Support role of the rehabilitation worker
The basic role of the rehabilitation worker is to help parental 

groups fulfil their purpose through providing support, informa-

tion and practical assistance.

Support needs change over time
Parents support groups have project cycles and life spans. Af-

ter the basic conditions of the group have been set, a venue 

has been found etc., the basic idea is put into practice. The 

group may operate in a certain way for some time, but it may 

also undergo changes. 

Parental support groups can become ‘semi-permanent 

institutions’ with changing memberships and goals. Alter-

Design of the group
There are multiple ways to run groups. Parents Support/Self 

Help Groups may di�er regarding the following.  

• Objectives

Integration of centre based and community based 
parental support services (U. Rauter) 

Rehab unit

Local SHG

Visits with 
input

Refreshing 
learned activities, 
assessments, 
assistance, keep 
motivation

Continuation of activities, 
day 2 day, identification of 
new clients, mutual support, 
awareness, communtiy 
resource 

Initiation of 
assessment, 
 treatment, 
 education & 
referrals; resource 
centre; FU
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Fig: Parents Support Groups renewal & growth processes U. Rauter

Charismatic Start  
idea + people

Setting the conditions: 
Venue & leadership

Implementation
Basic idea is practiced

Boredom/ 
purpose 
fulfilled 

Growth
Identification 
of new needs 

Input for quality 

Support Growth

train Leadership

Support transition

Multiple roles of CBR/rehabilitation workers (U.Rauter)

natively, when they have fulfilled their initial purpose they 

can end. Changes can relate to the way a group is run, the 

objective, or the level of participants’ commitment. With 

growing experience, new ideas are generated and imple-

mented. For example: a support group can start to render 

a specific basic rehabilitation service (e.g. stimulation of 

CP children) and eventually become a day care centre or 

an advocacy action group. Nothing is impossible but there 

is also nothing wrong if a group ceases to exist after it has 

served its purpose. 

Share

• Skills
• Knowledge
• Information

O�er

• Service
• Hands on
• Work with

Empower

• Leadership
• Tools for 

 independence
•  Access resources

Facilitate

• Community inclusion
• Network with NGOs
• Advocacy

Coach

• Good conduct
• Role modelling
• Conflict resolution
• Financial & admin 

management

Parents Support Groups renewal & growth processes (U.Rauter)

Implementation
Basic idea is practiced

Setting the conditions:
Venue & leadership

Boredom /  purpose 
fulfilled

Growth
Identification of new needs

Charismatic Start
Idea + people

Train leadership

Input for quality

Support growth

Support transition
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The Parents’ Guidance Centre’s courses for mothers and 

children, largely those with cerebral palsy (thus called 

CP-courses) boost learning, development and coping by the 

child and the caregiver (mother, grandmother, etc.). We work 

with the primary caregiver, but if there is a hired caregiver or 

relative, we call and involve the mother as much as possible 

to ensure that she remains connected to and responsible for 

her child. 

For two to four weeks there is ample time for conversation, 

therapy and oneself. Intensive group therapy sessions cause 

the children to progress visibly. Mothers become more confi-

dent in exercising, stimulating and playing with their children. 

A longer course helps group and emotional processes to 

reach a certain level. Mothers are astonished at how many 

families go through similar stages in coming to accept their 

lives with disabled children. Communicating with other moth-

ers and children relaxes the newcomer and helps her to put 

her situation into context. 

Mothers also learn about other children, become confident in 

intervention, and help one another to stimulate the children. 

We encourage the mothers to work with di�erent children and 

also to create small groups and use the motivation of the chil-

dren and their natural interaction. Sometimes it is easier for 

a mother to assist someone else’s child, while some children 

cooperate better with someone other than their mother. Thus 

multiple situations are created to make learning easier and 

more fun. 

 

Active involvement by the children themselves
The child should be involved in making choices and influencing 

activities. Mothers are encouraged to react to the children’s 

signs and communications. We want the children to like to be 

active and not afraid of the interventions. Play is an important 

part of therapy. We experiment with the Montessori approach, 

which provides preschool children with the freedom to choose 

and practise activities they like. We o�er and demonstrate to 

the child material that encourages sensory experiences, fine-

tunes motor skills, and lays the foundation in basic literacy and 

mathematical skills. Passive stretching exercises are used only 

where severe spasticity and contractures exist. We encourage 

the mothers to find playful ways to carry out movements with 

the children so they build muscle strength and improve in skills 

they need in everyday life while enjoying themselves. 

The time factor
In normal life, no mother can dedicate so much time to her 

disabled child. A lack of knowledge of what to do and how to 

do it can lead to early frustration, and to mothers giving up on 

doing anything for and with the child. Here at the PGC, there 

is no pressure to achieve anything quickly. About two-thirds of 

the time is dedicated to stimulation and interventions related 

to all developmental domains: physical, cognitive, social, com-

Concepts and programs
Chapter ten
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Individual Consultations
(& Outreach programs) 

• Assessments, treatment, disability grants,  
referrals into all programs

• Parents’ and Disability Counselling 
• Coping and Life skills

The essential elements of the REAKGONA MODEL.

PGC Customized 
 Wheelchair Solutions

• Assessment, provision of 
 assistive devices, adjust-
ments, seating clinic

Disability leadership 
courses 

• NPO/DPO project coaching & 
support

• Outreach site visits

CP Courses
• Teaching mothers, holistic 

intervention, counselling, 
peer support

GBT Wheelchair 
 Basketball Team NPO

• Training, competitions, 
 leadership & empowerment

• Capacity building for PWD

Paraplegia Program
• Teaching, counselling, 

 intervention, mostly OPD 
based service

Solofelang Youth 
 Empowerment

• Dare to dream: setting & 
following own objectives

• Self development
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Activities of daily living are essential contents of learning to become more independent.
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Child and Family Assessment

Determination of:
• physical condition
• needs, potential within the family
• mobility (ability, needs and potential)
• participation
• assistive device needs, assessment & 

selection

Specific interventions

• medico-physical: exercises, stimulation, 
medication

• psycho-social: educational, play, family 
stability, acceptance

 • provision of assistive device-fitting & 
customization 

• child specific and family inclusive foci

Transfer to community setting

• Users training
• caregivers & users needs
• use of assistive device in various set-

tings (school, care centre, community, 
family, church...)

• Seating & participation

munication, spiritual. Usually, the child manages to progress, 

sometimes a full milestone further. This motivates parents to 

carry on exercising and playing with the children. They are 

taught to integrate stimulating activities into everyday life so 

they don’t cost much extra time, handle children in a special 

way, position them during their household chores, or do a 

short body play during a nappy change. The children interact 

with one another and build relationships or even friendships. 

Their social skills are enhanced.

 

Assistive devices
The technical team, together with a therapist/assistant, 

assesses children regarding their need for assistive devices. 

These can help with mobility, seating, positioning or function-

ing in activities of daily living and play. They are tailor-made or 

purchased and customized. The time at the CP course is used 

to try out di�erent options, adjust or modify devices, and teach 

the mother how to care for them. Sometimes children have 

to be put on a waiting list, especially for seating and mobility 

devices (e.g. specialized buggies). We also create seating 

devices through Appropriate Paper Technology. The materials 

used are flour, cardboard boxes, brown or packaging paper 

found near grocery stores, and gift-wrapping. It is a time-con-

suming but pleasant group activity. The product, the special 

chair, looks attractive and contributes to better positioning, 

participation and inclusion in the family or preschool setting. 

Children are also assessed for splints, orthopaedic applianc-

es (shoes, callipers, inlays) and mobility aids. Hand-wrist and 

ankle-foot splints assist in maintaining improvements in joint 

mobility and preventing further contractures. Plaster of Paris 

casting is used to prepare children for their devices and im-

prove functional joint positions, especially in the feet. This is 

often essential for later developmental achievements, e.g. to 

learn to stand or use hands for self-feeding or writing.

Essential: an integrated assistive devices service
Assistive devices are aids that make it easier for disabled peo-

ple to move around, function, perform and participate in activi-

ties. They include wheelchairs, crutches, callipers, prostheses, 

pen holders, glasses, blind canes, hearing aids and communica-

tion boards. They need to be fitted properly so the user should 

be involved in the process of choice, design and trial. Wheel-

chairs are the most powerful but also often problematic devices. 

Integrated assistive device services (U.Rauter)
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Though you see my butt 

Injured

From sitting and sitting and sitting

Not feeling anything

Injured

Is not my arse

Foremost

Injured 

Is my soul

Through the neglect

Injustice

The side-e� ects of 

My parents’ problems.

Injured are they

In their souls too.

But though I carry these marks

Now I am recovering - and

Through these wounds

I celebrate the victory of life

With my injuries around

But healing taking place

For God is Love, is Grace

I feel and know who I am.

Injured
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Wheelchair needs 
Children, in particular, tend not to receive adequate devices 

with suitable cushioning. Proper seating is very important 

for them. When a child cannot sit properly in a wheelchair, it 

is not safe and does not enhance participation. One major 

problem with wheelchairs for children is that they often don’t 

fi t optimally, especially if the child is more severely disabled. 

When devices are ill fi tting or inappropriate, the users su� er 

from secondary or tertiary consequences such as spinal 

deformities, breathing and communication limitations, or 

pressure sores (wounds caused by excessive pressure on 

one bony area of the body). At public institutions, bulk orders 

for equipment are often placed by people who don’t have 

relevant knowledge (i.e. persons in head o¡  ce positions). 

Sometimes only one size is provided. Cushions are missing. 

Secondary complications result. Issuing wheelchairs is an art 

in itself. Custom-made wheelchairs are extremely expensive, 

‘pie in the sky’ for most children in developing countries. Each 

child is unique in regard to body measurements, muscle tone 

and mental capacities, so they need true customization for 

optimal benefi t. 

Wheelchairs also undergo wear and tear and breakdowns, so 

regular maintenance and repairs are needed. Children have 

a high demand for repair services and wheelchair replace-

ments. They grow, change and play, sometimes roughly. 

Parents, especially fathers, should therefore be taught how 

to maintain their children’s wheelchairs and perform minor 

repairs. For children with more severe disability, buggies and 

pushcarts help them to come to an upright position and help 

adults move them around. Extra cushions and sponges also 

help to improve balance, postural support for the spine and 

head control, or to adjust seat length and width. It is advisa-

ble to learn more about seating and how to modify buggies 

for children with severe disability. Sometimes suppliers 

provide training on their own devices and general seating 

principles. 

Faisal trying seating options.



REAKGONA    We make it! We are able! We manage!84

Experienced professionals are sometimes consulted to assist 

government and big donor organizations with orders. They 

should be knowledgeable about the country and its di�er-

ent areas and service provision points. They should give or 

facilitate in-service training regarding seating and mobility to 

people issuing the wheelchairs and available products. The 

service point needs skilled and experienced people to assess 

clients, recommend, fit and issue wheelchairs and cushions; 

a technician to carry out adjustments and modifications; a 

wheelchair repair service; good records and good communi-

cation with clients. 

Starting a wheelchair repair centre
It is helpful to start small and expand services at a natu-

ral pace to allow learning and experience to develop. It is 

important to consider the available assets, such as person-

nel, facilities and client profile. The scope and objectives of 

services should be clarified. Simple repairs of manual wheel-

chairs using recycling of old chairs for spare parts can be the 

beginning, while more complicated repairs, modifications 

and customization of wheelchairs might develop later. For 

more advanced services, trained technical and rehabilitation 

personnel should work in a team to seek solutions together 

with the user. 

Resources needed

A suitable site should have adequate space for the workshop, 

a technically skilled person should be available, and the 

space should fulfil the following criteria.

• The transport network must be fairly regular and accessi-

ble for disabled people. 

• If placed in the community, it should be in a central spot 

or linked to a relevant public service (e.g. clinic, shop, 

o¡ce).

• Physical access to and within the service point is vital.

Skills and knowledge needed for rendering basic services:

• Technical understanding and dexterity in practical repairs

• Knowledge of the common types of wheelchairs used in 

the area

• Creativity and ability to improvise

• Patience and good interpersonal communication skills

• Experience with disabled persons and their needs

• Ability to explain and demonstrate proper use and care for 

the devices

Steps in wheelchair provision 
(adapted from WCRC course manual)

Seating & Mobility needs assessment

Assistive device selection

Fitting & Customization for seating & mobility

Supportive intervention

Users/care giver education
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For advanced services: 

• Skills in cutting, welding, use of machines, and health and 

safety principles

• Background knowledge of mechanics, orthopaedics and 

general body functioning

• Ability to apply seating principles

• Background knowledge of most common disabilities in the 

area

• Basic teaching skills

People with such talents and potential to learn exist in every 

community. They are often not very visible, because tech-

nicians may not be the best performers in formal schools. 

You will find them in workshops, backyards or when your car 

breaks down.

The workshop should be a spacious, well-lit room with good 

ventilation, enough space for a workbench with engineer-

ing vise and a tool storage trunk. Lockable storerooms for 

consumables, spare parts and wheelchairs close to the 

working area and a waiting area for clients are necessary 

for the establishment of a functioning service. Close coop-

eration with a functional rehabilitation unit will be of benefit 

for holistic service provision. Then, advice and therapeutic 

know-how can be combined with the implementation of 

technical requirements (modifications) by a skilled person, 

especially when customization and special seating are part 

of the scope of the centre. Regular reviews of clients in a 

multidisciplinary team consisting of therapeutic and tech-

nical personnel will assist to pick up any needs for modi-

fications to the device or in the rehabilitation program as 

the condition of the user changes over time, e.g. through 

growth of a child. 

As services grow, it would be helpful to develop operational 

procedures, record-keeping systems, and policies for day-

to-day service delivery as well as the more conceptual and 

organizational aspects of the service. This assists the rehabil-

itation team, unit management and top managers to take rel-

evant decisions concerning budget allocation, service design 

and to prevent fraud or favouritism. 

Transfer of centre based experiences into the 
home situation
PGC Reakgona operates programs at a district hospital 

but experience has taught us that local parental self-help, 

stimulation groups and listening to clients is vital. We are also 

proud that we make a di�erence in the communities we are 

working with. Strength- and asset-based programs, which not 

only involve, but promote leadership by disabled people have 

a better chance of creating sustainable changes in their lives. 

Making use of internal networks and peer contacts can have 

great influence on self-development, carry-over and imple-

mentation of learned skills in the community. 

Currently, the strongest community link in our program is 

the empowerment course for Disability Project Leaders. The 

program design and content are largely determined by partic-

ipants, drawing on lessons from their community experience. 

The PGC functions as a resource centre that adds elements 

they identify as lacking. 

Centre-based and on-site training over a couple of years 

enables centre-based sta� to follow projects’ growth and see 

the fruit of their endeavours ripen. It also provides feedback 

on what works, how transfer of knowledge and skills takes 

place, and what is irrelevant to the project. Last but not least, 
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Thabang repairing wheelchair.
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it leaves the responsibility for the projects in the hands of 

the community-based project leaders. Our aim is for these 

leaders to become the new community-based rehabilitation 

workers.

 

The following figure demonstrates the di�erent activities in 

our service provision. Consulting between the ‘therapeutic’ 

and ‘assistive device’ streams are happening all the time. 

Teams are formed according to availability of sta� on a 

 particular day or during a CP course. Important aspects are 

the opportunity for more intensive interventions in the CP 

course after initial contact and to establish the link to the local 

rehabilitation service point properly. This ensures  continuation 

of care and intervention. 

Elements contributing to improved participation of disabled people

Improved participation 
& inclusion of PwD in 

 community

Individual growth and 
empowerment of young 
people with disability -> 
confidence, leadership

Parental empowerment: 
Acceptance -> Exposure 
of children to community

Project Leadership 
Training: enables ser-
vices and participation 
of children/PwD in the 

community

Project Leadership 
Training: enables ser-
vices and participation 
of children/PwD in the 

community
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Seating & assistive device assessment

Product choice and fitting process - 
 adjustments & modifications

User training & family/care giver 
 education

Service model of PGC Reakgona - steps in service delivery

Data capturing interview Need for assisitive device

General developmental assessment

Developmental intervention in 
identified areas

Parental/family counseling

Documentation: W/c issue form, narrative 
report in assessment/ ongoing report

Referral back to local service point

Documentation in narrative assessment 
and ongoing report

Referral back to local service point 

OPD reviews: first review in same / one 
month, then ongoing if needed

Thorough reviews & intervention during 
CP courses in next 3-5 months

Referral to specialized assessments/services; 
cont. reviews in OPD & CP courses

First time attendance at PGC
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The charity or medical models on which disability projects are 

often based can lead to very disempowering and humiliating 

practices. Many projects patronize disabled people, taking 

away their confidence rather than showing them respect and 

accepting them as they are. These projects are not based 

on healthy values; they fail to respect human rights, increase 

segregation and disempower people. Sometimes able-bodied 

people even use them to exert their own power and raise 

funds for their own benefit. 

However, disability projects can in fact lead to empowerment 

and inclusion. They can create a safe space where partici-

pants feel accepted as they are, and can learn and grow in 

competence and confidence. This kind of environment is 

empowering in itself. Acceptance is enabling, because it is a 

base from which to operate. Mainstream society can be mean. 

Many people don’t expect anything good, let alone creative 

or special, from persons with (intellectual) disabilities. This 

starts a vicious cycle in which the disabled person is deprived 

of opportunities to develop herself, shut away in dependency 

mode, or worse. 

A community-based project can thus serve as a place to 

explore talents, learn skills and acquire socially acceptable 

behaviour. It can target specific skills as well as intellectual 

and emotional abilities that make the person able to enter the 

tough competition of mainstream society. The decisive factor 

for successful interaction, fruitful contribution and meaningful 

cooperation is the confidence and social competence of the 

persons with disability. They themselves have to help the 

mainstream and able-bodied persons, institutions and com-

munities to become better places to be. That is a challenging 

job.

Many disability projects operate as day-care or activity 

centres. When facilitated well, they can contribute tremen-

dously towards the creation of a more inclusive society. They 

become similar to schools and workplaces, and often fulfil 

the same functions as these institutions. Participants enter 

and leave the project on a daily basis. When they learn useful 

skills, their interactions with others improve, and so does their 

recognition in society, the village or the family. Sometimes 

surprising experiences earn disabled people respect, for 

instance when s/he comes up with a solution for a problem in 

the neighbourhood, repairs a wheelchair or bicycle, or con-

tributes to a community meeting in an unexpected way. This 

begins a change. Awareness of their presence and need for 

participation and inclusion can begin to grow in the commu-

nity. Project leaders, people with disability and rehabilitation 

workers can thus become agents of change in creating more 

opportunities for participation and inclusion. 

Principles of empowerment 
Empowerment is not something therapists, interventionists 

or politicians can do to people. We can only create condu-

Enabling people and projects
Chapter eleven
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cive conditions, treat one another with respect, and trust that 

something good can come out of each person. When treated 

with positive prejudice, one is more likely to try new things, 

learn and develop. Empowerment is about becoming able to 

speak and act on the basis of one’s vision, dreams and beliefs. 

There is a conflict of concepts in ‘the empowered or powerful 

person with disability’. Traditional societies usually opt for 

protective provisions for disabled persons. The most gener-

ous approach is seeing them as a ‘gift from God’, weak and 

needing to be protected. They are not expected to be in pow-

Change process via disability projects (U.Rauter)

Individuals & 
families confident 

in mainstream 
community

Positive interac-
tions: persons 
with disability 
earn respect

Concepts of 
people in the 
community 

change

Awareness rises 
for participation 

Project: Individuals have 
experiences of freedom 

& strength

Broader 
 participation

inclusion 

Early identification 
& referrals

Mainstreaming 
inclusion & equity

Co-operation & 
Co-existence
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er, to be confident and challenging. They are driven into the 

corner of charity-receiving subjects, whom the tribe, village or 

society has responsibility for. 

The modern concept of disability challenges this approach. 

It comes from the belief that persons with disability can and 

should contribute to society with their specific views, perspec-

tives and gifts. Working on empowerment will bring this confron-

tation out. It is the facilitator’s duty to discuss these experiences, 

values, ethics and the contradictory concepts with participants. 

Empowerment is thus better translated into becoming able to 

face the world on equal terms. Disabled people are not an-

gels, nor are those who work with them, nor so-called normal 

society. A prejudiced attitude envisions empowered persons 

with disability as super-women and super-men in regards 

to their attitudes, abilities and practices. This is far from the 

truth and puts unwarranted pressure on them. Persons with 

disabilities have the same human qualities and flaws as every-

one else. At times, it just appears that certain character traits 

or behaviour patterns are aggravated through the pressure 

disability puts on a person to prove himself as capable, able, 

acceptable, competitive etc. 

In empowerment projects, the last level is about letting go of 

some privileges: the excuse of being disabled, the temptation 

to blame the disability for any perceived negative attitude, 

criticism or feed-back. The able-bodied have to let go of their 

image of the pitiful person who always has to be helped, is 

not competent enough to excel, or who always needs to be 

discounted in performance expectations. 

Solofelang: dare to dream
In 2009, a new aspect of our work began taking shape. The 

empowerment project ‘Solofelang’ (Hope) was born. Some of 

the infants with whom I had started in 1996 were now teenag-

ers and had di�erent needs from the small children in the CP 

courses. We also had several young adults with severe disa-

bility or other challenges attending our outpatient services. 

Lebogang, our first ‘empowerment candidate’ had finished 

school and attended a one-week course for young adults 

with severe communication disability at Pretoria University’s 

Centre for Augmentative and Alternative Communication. 

He still came regularly to our centre to service his electric 

wheelchair and chat. Sometimes he also addressed the CP 

mothers during their courses. We got the idea of o�ering an 

empowerment program to our young adults and embarked on 

a journey that was exciting, full of surprises, and still has an 

unknown destination. In fact it has enriched our services and 

provided continuation and new focus for some of our pro-

grams. It is still a great learning experience for all of us! 

Through this project I was also able to ask for specific spon-

sorships, like second-hand laptops, which were essential for 

communication-disabled participants. As co-facilitator, Lebo-

gang made extraordinary sacrifices to run it. Through his ded-

ication, this project thrived. A highlight was the completion of 

the first two-year project cycle at the end of 2011. Rachel and 

Lebogang delivered a presentation on the project at the 2nd 

African Conference for AAC held in Birchwood in August 2011. 

It was received with much excitement and respect. Best of all: 

since I was not available to do this presentation, the responsi-

bility and ownership were once again shared.

The Solofelang Youth Empowerment Project aims at en-

couraging young persons with (severe) disabilities to take 
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charge of their lives and develop themselves by daring to 

dream and attaining goals they set for themselves. It aims 

at their leaving behind the dependency role and limitations 

that have been self-inflicted or assigned to them. Their path 

into the future changes into a positive and exciting journey of 

discovery.

Objectives 

• Development of skills in goal formulation and attainment 

• Acquisition of relevant support for self-set goals

• Awareness-raising about abilities of persons with disability 

• Assistance/encouragement to access further education and 

work opportunities 

• Provision of appropriate (and advanced) assistive devices to 

achieve the above (e.g. AAC devices, laptops) or as a goal 

in itself.

A project cycle takes 2-3 years. In this time the young people 

are usually able to define their dreams, establish the di�erent 

steps and sub-goals needed to achieve one or two bigger 

goals, and undertake the actions or steps required. A simple 

goal chart is used and later augmented with tables contain-

ing more details on how to proceed in reaching each goal or 

overcoming obstacles. 

 

During the project cycle, obstacles and interferences cause 

adjustments to be made to the initial dream. While self-lim-

iting statements or attitudes such as, ‘I will never be able to 

do/reach this’ are rejected, a realistic assessment of what is 

possible at a certain point in time under specific circumstanc-

es is integrated as participants proceed on the learning curve. 

Goals and sub-goals are tested against real life situations. 

Self-reflection, feed-back from the group and mutual encour-

agement at the two workshops per year lead participants to 

sustained accomplishments.

Workshops 

Though specific focuses and appropriate workbooks are 

prepared, the curriculum is tailored to fit the needs of the 

participants. In the first week, each participant formulates 

Between six and ten participants learn about themselves, 

their context, and how to solve their problems. Seeking sup-

port and communicating their needs clearly to others leaves 

control in their hands while the necessary assistance can be 

sought. As they grow more mature and succeed in reaching 

their goals, participants are challenged to become mentors 

to other young people and get involved in empowering other 

community members with and without disability. Their per-

sonal assistants also share in the program and benefit from it.  

They learn along with the persons they support and some-

times draw up their own plans, applying the program to their 

own lives. While assisting and supporting they are exposed to 

thinking that challenges their perceptions.

Solofelang is an imperative that means ‘Hope!’ 

It was adopted in 2009 by the first group of 

young people who participated in this project, 

the dream factory of the PGC. Their slogan, Bopa 

bokamoso (mould/create the future!) refers to a 

potter moulding clay into a jar. The jar represents 

the life of a young person with disability. It holds 

a beautiful red rose.
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Adapted from course manual of CAAC, Fofa project 2010

a big dream and works it out by applying the goal chart. S/

he starts to develop skill in speaking in front of others and 

presenting and defending her dream or what is important 

to her. In the second week (5-6 months later), there is a 

fi rst review and progress report. Was the goal realistic? Is 

there need for adjustment? Skills are developed in problem 

solving, help seeking, basic fi nancial management, and 

computer/IT skills. The second year continues the process 

of examining progress reports, adjusting dreams and de-

veloping sub-goals. There is a great deal of learning about 

oneself, one’s opinions and values, and issues around re-

lationships, networks, peer pressure, character traits, hope 

and hopelessness. Mentoring one another starts as par-

ticipants begin growing through the success of achieving 

some of their goals. At the fi nal workshop there is a review 

and presentation of achievements. Most goals are expect-

ed to be achieved and a new big goal may be formulated. 

The achievements are celebrated and presentations are 

prepared for the closing function. 

The whole process has benefi ted greatly from the experience 

of co-facilitator Lebogang Sehako. 

Coach
knowledgable advisor, 
encourages, checks on 

implementation 

Resources 
needed & existing to 

reach goal, often 
fi nancial means become  

fi rst sub-goal

Time frame
when this goal 

should be achieved

Places 
to go to get 
resources, 

 information, skills

People
who are important 
supporters, directly 

involved

Daring to dream
 Big Goal
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Magadi is now 29. She comes from the village of Tsokwane, 

near Gelukspan. She was isolated for many years and has 

never been to school. We met her in 2008 at a Health Imbizo. 

At my fi rst general assessment I discovered the brilliant mind 

behind her disability. Born with cerebral palsy that a� ects 

movement, speech and independence, Magadi was never 

exposed to any stimulating environment. At the Parents’ Guid-

ance Centre Reakgona, she learned to read and write Setswa-

“Even the chickens in our yard, when they looked at me, I felt 
a lot of pain, because I thought they were laughing at me”

  - Magadi Mashaba

na within a year. The Solofelang Empowerment Program, in 

which she participated in 2009 changed her life. She bought 

herself a laptop with savings from her disability grant and 

uses it for writing. Though struggling to speak, she is audible 

and has improved in her verbal communication. She has a 

poetic gift, which she expresses in beautiful ways in Setswa-

na, which she loves and speaks in a rich, imaginative manner. 

Today, she mentors other younger Solofelang participants.

Solofelelang

Bopa bokamoso

Ditoro di fetoga go nna nnete mo 

Solofelang

Itetlele go lora tlhe

Ka gonne ditoro di re bulela dikgoro

Itse gore ga gona sepe se se sa kgonegeng mo 

Solofelang

Solofelang – hope you people

Mould the future

Dreams become true in 

Solofelang

Allow yourself to dream, please

Because, the dreams open the doors

Know that there is nothing impossible, which can not be done 

in Solofelang
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Ka gonne re bafenyi

Solofelang 

O tshwana le mmu oo nonneng

E seng mmu fela

Eleng mmu tota

O tlhogisa banna le basadi

Solofelang

Entse e gotsa molelo mo di pelong tsa rona,

Molelo wa gotsa tsholofelo,

Tsholofelo ya tsala go itshepa,

Gone go bula dikgoro

Solofelang 

O fetogile go nna Mama le Papa,

Solofelang!

Solofelang o tlisitse lesedi mo matshelong 

A rona batho ba ba nang le bogole

Lesedi la leleka lefi fi 

Because we are conquerors 

Solofelang 

You are like a fertile soil, 

not just soil

You are true soil

You bring out ( sprout) men and women

Solofelang 

Kindled the fi re in our hearts

The fi re ignited hope

Hope bore self confi dence

And all this opens the doors

Solofelang 

You became Mama and Papa

Solofelang!

Solofelang, you brought light into our lives

The lives of us people with disability 

The light chased away the darkness
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Halala, halala Solofelang

Solofelang 

O simega,  wa re simega

Mme pele ke ne ke nagana gore

Nka se tswelele, mme jaanong

Ke dumela gore ke a kgona

Ke ipona ke tabogela kgorong ee bulegileng

Bonang ke batlile go itlhoboga

Eya ka nnete, ke batlile go itlhoboga, 

Solofelang ya feta ya ntshimega, 

ya mpepetletsa 

ya ba ya nthuta go itshepa

Solofelang 

E rebolola di toro 

ka nako engwe tidimalo e ka rasa

eya e ka rasa mo

Solofelang, Solofelang

Halala Halala Solofelang

Solofelang

You build and educate for life, you teach us

But fi rst, I thought 

I can’t go on, but now

I believe, that I can

I see myself, running to an open door

Look, I almost wanted to give up

Yes, in truth, I almost threw the towel, 

Solofelang came and worked on me

It carved and moulded me

And taught me to trust myself

Solofelang

Releases the dreams

Sometimes silence can be noisy

Yes, it can be so loud

Solofelang, Solofelang
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O makgona tsotlhe, 

O kgona le ba ba dinaka tota

Solofelang 

O dira dikgakgamatso, 

O fi tlhetse lefatshe le tlhontse

Wa fi tlha wa tsaya garawe le pete 

Wa tlhagola lefatshe, la sala 

Le le hibidu

La tlhoga malomo

Mmmm, alililili, alililil, alililili

Seo ke sefofane sa Solofelang

“Even the chickens in our yard, when they looked at me, I felt 

a lot of pain, because I thought they were laughing at me. 

I didn’t like when people said anything about my disability 

because I felt very ashamed about it. I didn’t want to see 

myself in the mirror, even in a photograph. When I got hold 

of one, I took it and burnt it. That’s why I don’t have pictures 

of myself at home, like other children - because I burnt them. 

Even when a person looked at me with love, I couldn’t realize 

that. I was locked inside myself, just thinking about myself, my 

disability. My disability actually was my fear or my fear was my 

disability. 

“Solofelang changed my life. I can now talk to people and 

share with you. I have dreams, big dreams, and I have and 

need endurance to reach them. My journey started at 23 

years of age. Becoming literate here in the PGC really liber-

You are a jack of all trades, you manage everything

Even the traditional doctors, you can

Solofelang

You work wonders

You found the land being plain and dry

You took the spate and fork

Took o�  the weeds, what stayed was

The red soil

It brought out fl owers

Mmmm alilili alilili alilili

This is the airplane of Solofelang!
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ated and opened doors for me, fi rst those of my inner prison, 

then those I fi nd in culture and concepts of people, and lastly 

of the di¡  culty to express myself.

“Solofelang has helped me with many things: I can meet 

with people although it is still tough for me. But, honestly, 

it’s not the same as in earlier times. I think my colleagues in 

Solofelang know how I was before. Let me take you back 

to the time when I was in that dark pit. When I started in 

Solofelang and I was in class, I was very afraid and I got sweat 

pouring down my face; it was as if someone emptied a bucket 

on me. When it was meal time, I just fi nished. I didn’t want 

to be fed in front of other people, I just wanted to eat in my 

room. Now things are di� erent. People say I have a poetic 

gift. Maybe it’s true.”

Magadi Mashaba, Tsokwane Village, 

Solofelang Mentor 
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Increasing knowledge and skills
We impart knowledge in formal teaching situations, such as 

CP courses, disability leadership courses and workshops. We 

also do this informally, e.g. during consultations with parents, 

site visits to community based projects and in responding to 

questions. In formal teaching situations, we prefer an interac-

tive, participatory style that encourages participants to think in 

principles rather than memorize facts. We focus on influencing 

the way people observe, ask and respond, rather than impart-

ing specific content. 

We try to increase knowledge in an enabling way, working out 

what the person or group really needs and building on what is 

already there. We ask: is the knowledge/information relevant 

(now)? Is it necessary (and for what purpose)? What is it intend-

ed to change in the current practice?

Empowering disability projects
In 2010, Lebogang Sehako, the co-facilitator of our dream 

factory, Solofelang, started dreaming of a project similar to the 

PGC in his own area, Kuruman. He wanted to start a centre for 

children with CP and mothers, where acceptance of childhood 

disability is coupled with intervention and care. In 2012, he 

gathered a small group together and started an organization, 

the Kuruman Children with Disability Centre.

We assisted not only that endeavour, but also one in Khunot-

swane Village, where the Orearabetse Disability Day Care 

Centre for intellectually disabled youth grew out of a moth-

ers’ initiative. A third project, the Obakeng Disability Organi-

zation, was referred to us through a friend whose task it was 

to assist persons and groups with agricultural projects in 

Taung. She identified a 10-year old project where there was 

little background knowledge on dealing with children with 

disability. We held regular workshops in which these three 

projects would share information and learn with and from 

one another. Meanwhile 4-6 projects participate in our annual 

training program.

Orearabetse: the new “school” building.
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The disability project leadership workshops provide a 

platform to learn from one another. The project leaders 

that have a longer history and more experience advise 

those at the starting phase of their projects. Also, new 

ideas are generated through questions and interaction. 

Learning processes are facilitated through tasks, group and 

 individual assignments and decision-making practice. When 

 theoretical concepts are discussed practical application is 

also  integrated. 

The facilitator has to step back and mirror, voice unspoken 

issues, assist with consensus finding, but cannot take over 

the leadership. The prescriptive patronage of government 

o¡cials or professional experts over community project 

leaders is over! There are encouraging examples of self-con-

fident project leaders, coming from remote villages. They 

know what they want, what they want to learn and where 

their limitations are. It makes more sense for us to coach, 

assist and facilitate learning processes in the projects, than 

run them ourselves. We don’t have su¡cient sta�, and don’t 

think it helpful to make information inaccessible by using big 

terms, complicated systems or strange ways to teach. There 

are amazing abilities hidden in parents and other community 

members who want to be involved in disability projects. They 

best understand their own (village) dynamics which outsiders 

rarely grasp. 

Community Based Projects managed in a new way by ‘self-em-

powered’ leadership teams can become islands within a 

community where di�erent approaches towards disability are 

practiced. This may create first an oasis, but when strength 

develops, this enablement can spill over at di�erent points and 

thus contribute to a more inclusive society. It is about people 

with disability having a space to develop and be free so as to 

get strength, which can then help them face other areas of 

their life with more confidence and skills.

Empowerment through team sport

GBT Mongoose Wheelchair Basketball Team 

Here, the dis- of disability fades into the background. Wheel-

chair basketball in GBT Mongoose is all about ability, normality, 

being recognized for your performance, your specific abilities 

and team qualities, even your individual human qualities. The 

team provides opportunities for young people to develop and 

intensively experience their ability as opposed to their disabil-

ity. Individual character is integrated into a greater organism, 

and team members develop on a personal level. They mature 

in their responses to stress, success and failure, injustice and 

recognition. 

Players with di�erent kinds of disability and levels of phys-

ical abilities are involved, and this mix of people, with their 

specific experiences, mind-sets and emotions challenges the 

team program, which not only includes tough training but also 

workshops on participatory leadership, responsibility and the 

challenges of normal life. Experiences of conflict, anger and 

despair have to lead to conflict resolution, anger-management 

and a hopeful perspective. 

The limitations posed by each disability have to be integrated 

via acceptance and positive response while ability and talent 

is developed and brought into play. For instance, if the disabili-

ty restricts a player to receiving the ball in a certain position, all 

the players have to accept this and pass the ball to the player 

in the appropriate position. Many formative attitudes and val-

ues are explored, tried and practiced. 
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Team spirit, focus, hard work, bringing one’s best into the 

team, working on one’s weaknesses, accepting guidance, 

correction and rules – all these are desirable abilities in any 

profession. In addition, apart from health benefits, a positive 

relationship to one’s own body and the promotion and moni-

toring of healthy lifestyle principles are benefits.

Intense sport often serves as an outlet for bottled up emo-

tions. When the GBT was still a junior team, training sessions 

functioned as an important regulator for emotional outbursts 

of adolescent energies. In its early years, the team contrib-

uted immensely to a more peaceful and cooperative attitude 

amongst the youth within the adjacent Tlamelang School 

for the disabled. This was created via intensive physical 

training, psychological challenges, discipline and compli-

ance with rules. During the era of mutual understanding and 

cooperation between team and school, smoking, drinking 

and sexual rendezvous were minimized. The whole school 

was present at tournaments hosted at home, cheered when 

baskets were scored and su�ered when a loss had to be 

accepted. After this outlet was removed, disciplinary cases 

increased in the school and led to repeated suspensions for 

misconduct.  

GBT Mongoose members have developed qualities that ena-

ble them to face the real, harsh world with an upright look and 

confidence – not as persons to be pitied. Many of our players 

developed a particular drive and willpower that brought them 

recognition, and self-confidence to continue learning and find 

decent work. Others have become semi-professional basket-

ball players.

Dineo, now a National Wheelchair Basketball player during the 

Paralympic Qualifier’s final vs Algeria 2015



103We make it! We are able! We manage! REAKGONA

Many disability projects in so-called developing countries 

collapse after a short time because the initiators (have to) do 

everything alone. They can also become less relevant if the 

leadership does not constantly review its development and 

growth in relation to the changing realities of the community 

being served. You need a loyal team as it can be lonely and 

strenuous to be the leader for a long time. 

In every community, institution or program, you can identify 

key individuals. Some have natural authority or obvious talent, 

or are influential at a di�erent level that could be helpful in 

the development of the service. In understanding, encour-

aging and developing others’ strong points, hidden talents 

and potential abilities, a leader can contribute more to the 

development of a community than by depending on his/her 

own abilities alone. 

Asking for and respecting the views of team members, ‘cus-

tomers’ and community members is vital. The leader should 

keep an open ear for the soft voice of correction or critique, 

so that s/he realizes when someone is trying to make him/her 

aware of something. The WHO CBR guidelines recommend 

a project cycle of analysis, program design, implementation 

and evaluation. I would like to add other – maybe even more 

important - features: a high degree of alertness, assertive-

ness and open receptors for key experiences. Admitting 

one’s own mistakes and instilling a culture of learning 

through a non-penalizing approach can be very beneficial for 

team learning.

It is important for the leader to look for a professional mentor. 

This should be someone willing and trustworthy s/he can 

learn from and work together with. It helps to have a forum to 

discuss discouraging experiences, mistakes and alternative 

solutions. If mentoring is not available, persons with similar 

visions and attitudes can provide peer support. Emotion-

al, spiritual and social support are important for long term 

commitment to work entirely concerned with caring for and 

encouraging people who experience extreme limitations on 

their freedom, health and mobility. You need places to re-

charge your own emotional and spiritual energy. The extreme 

circumstances involved in facing severe disability, terminal 

illness or breakdown of families create very intense expe-

riences. The rehabilitation worker, caregiver or counsellor 

needs resources to develop her own strength to repeatedly 

face tragedy. Without such support, burnout will take place. 

Mutual support
In the film ‘Intouchable’, the main character emphasizes that 

in a relationship between a person with disability and the car-

egiver, both sides can benefit.  This can be true for persons 

in the helping professions. The obvious need for help by chil-

dren with disability may enable persons with their own pains 

or disabilities to assist others in a special way. The awareness 

Management
Chapter twelve
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that weaknesses are part of human life and that they are ac-

ceptable makes it possible for rehabilitation workers to treat 

themselves and one another in a more accepting way. 

The team members whose task is to help others are expected 

to be emotionally stable. But who says that this is the best 

approach? It can be far from the reality. At our centre, we 

sometimes let down our guard. We know that vulnerability 

is part of life. Giving one another support is necessary for 

rehabilitation workers. This includes taking care of one’s own 

needs for support. At times, even our patients may be able 

to give us this because they have walked, or been pushed, a 

long way over tough terrain. 

Working within governmental health services
The whole set-up of the PGC services and its gradual growth 

was possible because there was su¡cient support from 

government personnel. Government has structures, posts, 

money, resources and physical facilities. But working with 

government o¡cials means working in a hierarchical struc-

ture. It entails dependency on management support. When 

government does not see the need to prioritize disability, no 

funds will be allocated. Little direct influence can be exerted 

on government decision-making, which often lacks transpar-

ency. You therefore need powerful lobbying and advocacy 

skills, and perseverance. Our advocacy e�orts went alongside 

the expansion of services, so that the top management would 

see and appreciate the developments. Enduring and working 

within these hierarchical structures may yield a high return 

in terms of resources. Through the government services the 

PGC had access to certain structures, posts, an extensive 

network and support services at no or low cost. The PGC 

could make use of lab tests, x-ray equipment, an HIV clinic 

and certain (expensive) assistive devices. Sta� salary was 

consistent and reliable. 

Bureaucracy versus centrality
But a hierarchical structure almost always goes hand in hand 

with bureaucratic barriers. Government places a high demand 

and control on procedures, dictating how things must be 

done, by whom and when. Endless reports had to be written 

that were never read, meetings were too long, and we had to 

chase simple things, like a supply of soap or paper, through 

lengthy procedures. In South Africa, I discovered that more 

paper means less impact. 

But the bureaucratic direction meant that regular monitoring 

took place, managers became more knowledgeable about 

rehabilitation issues, and subsequently became aware of the 

needs of disabled people and the importance of rehabilita-

tion, and grew willing to allocate budgets. Most services for 

children could now be o�ered in one building – the district 

hospital.  The many governmental procedures also facilitat-

ed a well-functioning referral system for those children with 

needs that went way beyond rehabilitation.

Rigidity versus networks
Little room is left for spontaneity in government services. 

Change has to be predicted, managed and controlled. 

Government usually works with regular, clear and stereotype 

procedures to avoid fraud, especially in financial matters. This 

can hinder the development of appropriate services, for disa-

bility programmes often have unique and spontaneous needs. 

We were lucky to work within a niche where we had a lot of 

freedom and functioned like a small NGO in many aspects 

of our work. This helped us to keep going when government 

sources sometimes dried up or service gaps were identified.
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At the same time, working together with the district hospital 

meant that our network of health professionals changed and 

expanded. New minds and ideas came into play. The PGC 

sta� received new colleagues and established enriching pro-

fessional contacts within the institution as well as beyond.  

Indi�erence versus acknowledgement 
Working with the government meant PGC had little or no 

influence on the hiring or firing of sta�. Sometimes this meant 

working with uncommitted, indi�erent people with hardly 

any knowledge or skills. Such a working climate a�ects the 

weaker links in teams, those who are easily tempted to cut 

corners, to serve themselves or sit back and observe others. 

Motivated, qualified and ambitious sta� often abandoned 

 government service. Left behind were many who did not 

bother to emerge from their comfort zones. 

But government sta� can learn, and their support can make a 

huge di�erence. Integrating the PGC within the district hospi-

tal promoted the value of including children with disabilities 

and their families in society. They were now acknowledged 

and valued as healthcare users who deserved quality servic-

es. Also, the government implicitly acknowledged its obliga-

tion to people with disability.

Helping the health system become more inclusive
Healthcare plays an important part in the lives of families living 

with a child who is challenged by some form of disability. 

The entry area of Gelukspan District Hospital.
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Many have increased health needs. They may have nutritional 

problems requiring dieticians to give advice or facilitate inter-

ventions. They may fall sick more often than their able-bodied 

siblings due to a compromised immune system. Many children 

with CP, for example, are prone to respiratory infections be-

cause they breathe through their mouth and their general lung 

capacity may be compromised due to spasticity or deformities 

of the chest. Aspiration during feeding increases these risks. 

An unintended but positive e�ect of our work is caused by 

the transfer of sta� within the district. Some of our sta� left 

the PGC Reakgona team for family reasons and went to other 

health service facilities. A disability-focused perspective was 

thus introduced there, thereby spreading positive practic-

es. The hope is that inclusion of disability focused services 

makes health services more accessible and relevant for disa-

bled children and adults.

District co-financed model 
Ideally, all cost centres in the graphic below contribute to 

costs of the services. Referrals of clients are indicated with 

black arrows. To implement a system of regular and easy 

co-financing a clear financial concept should be developed, 

one that includes a proactive way to access, monitor and 

control budget and expenditures.

 

If this model is replicated elsewhere, I suggest that an anal-

ysis of the quality of service delivery in the supply chain and 

procurement o¡ces be done before allocating responsibil-

ities, so that the sta� implementing the system is not doing 

too much administrative work (implement proper support and 

communication systems).

Our centre has enjoyed very good support at the district level. 

When replicating the model the best source of support should 

be sought out as a starting point to draw in multiple partners. 

Ownership by the people who are responsible for finance, 

the di�erent service points who refer children and families, 

as well as the people needing services are all important for a 

dynamic, sustainable and relevant service.

Managing growth 
There are di�erent types of growth: in-depth growth, i.e. going 

deeper into causes of problems, di�erent layers of problem 

PGC
Reakgona

5 Sub districts

Local hospital
( Gelukspan) 

District hospitals

Tertiary hospital

NPOs, 
sponsorships & 
Donations for 
 service gaps

District o©ceDesirable: at times 
needed for survival, 
 filling gaps not  covered 
by government, atten-
ding  special needs & 
quality
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solving and specialization; growth in numbers of people using 

the services and/or sta�; and wider growth, i.e. broadening 

scope or adding more specific elements to the service. 

Growth problems will arise, so good communication within 

the team is vital. Leaders must develop their own people and 

organizational skills or find others who have these skills and 

can help. They also need to train their personnel to inde-

pendently run projects or programs. Working in teams creates 

shared responsibility and people can grow into their manage-

ment roles. Success builds confidence. After sta� have run 

smaller projects and gathered positive experience, responsi-

bility for more complicated or larger projects can be handed 

over. Learning from mistakes is a very valuable process, so a 

non-punitive, open approach is needed. Creating this needs 

work; it doesn’t happen instantly. In some cultures, mistakes 

are regarded as a source of shame. Leaders can counter this 

by exposing their own mistakes and discussing what they 

learned from them. Conditions and circumstances constantly 

change, so continuous assessment is necessary. Deciding to 

discontinue a service element or take another course is not 

an indication of failure. It is better than to keep on making 

mistakes or doing something that doesn’t work. 

Passing the torch
When a service has grown and is visible it provides an exam-

ple from which others can get inspiration and the courage to 

try out their own ideas. Sharing your story – your journey, his-

tory and experience – with others can also ‘spice up your own 

dish’, which means that giving always results in some return. 

There is mutual benefit in hosting visits and going out to see 

other services or projects. Training others in various forms – 

in-service training, workshops or conferences – can be a way 

of passing on the torch for others. 

Growth of Services in 3 Dimensions

More specific service elements

Variety of o�er

Indepth problem solving

High quality outcome

Sta�, patient numbers, facilities

Broadening

Quantitative growth

Qualitative growth

Basic idea and 
services Coverage of target groups

Multi-factoral aspects
Quality outcomes

High impact

Comprehensiveness 
& 

Specialization
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Disability Project 

 leaders apply CBR 

matrix to their 

 situation during 

 workshop.
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The ideas, components and approaches developed at the 

PGC Reakgona can be applied in other contexts, but di�erent 

conditions call for adjustments.

Some options for utilising this model
1. Setting up of a training and rehabilitation centre similar to 

the PGC.

2. Assimilation of specific elements or principles into existing 

day-care centres and preschool institutions. Some disabili-

ty day care centres for children with special needs already 

follow PGC principles and approaches and implement 

therapeutic developmental stimulation programs.

3. Role modelling: individuals who have benefited from PGC 

programs plough benefits into other settings. As persons 

living with disability, they share life skills and experienc-

es with other disabled people and their families (e.g. Gift 

Mooketsi, Lebogang Sehako). 

4. Professional adaptation: sta� who move out of the PGC 

setting apply principles and incorporate elements in their 

new rehabilitation settings.

5. Teaching the model or its aspects/approaches to imple-

menters or decision-makers via workshops (e.g. profes-

sional in-service training for therapists, CBR workers, 

therapy assistants and disability project leaders)

6. Advocacy in government for up-scaling and implementa-

tion of the PGC model within the health system

PGC’s training programs 
Disability projects play an important role in community-based 

rehabilitation. They o�er basic local services that can become 

stepping-stones into more formal rehabilitation or education 

programmes. Disabled children often lack adequately stimu-

lating environments in their early childhood years - a decisive 

phase for their general development. Disability projects in 

villages take up this challenge. Many projects start as parental 

support groups and later establish themselves as day-care 

centres. The Parents’ Guidance Centre (PGC) supports these 

endeavours with training programs for project leaders and sta� 

to develop relevant skills, information and a network of peers.  

The program consists of:

• one-week centre-based workshop each year over a period 

of four years; 

• on-site visits to participating projects;

• specific centre or on-site-based skills training for sta�;

• and occasional visits by project-sta� to one another (peer 

review and benchmarking).

Three or four projects participate per training cycle. The basic 

idea is that disability projects stay responsible for themselves, 

their process, progress and what they are doing. The PGC 

only provides a platform for sharing and learning, and pro-

vides input and advice on request.

Creative application of the 
PGC model

Chapter thirteen
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Centre-based Leadership Training Workshops
Up to 20 delegates participate for four years. Before each 

workshop, project sta� are asked what topics they would like 

to cover in the upcoming course. Other topics are also woven 

into the workshop curriculum, e.g. self-development, advo-

cacy and disability rights. The training boosts motivation and 

enhances existing leadership skills and its four-year duration 

helps to consolidate learning, implementation and practical 

adaptation of concepts to real life situations. 

Community projects benefit greatly from learning from and 

sharing with others. Leaders become clearer about their ob-

jectives and approaches: they try out new skills, test ways of 

communicating ideas or proposals, and generate more ideas 

and solutions than during individual coaching. It is also a very 

enriching experience for the facilitators: an e�ective way to 

ensure continuous reflection, communication and learning. 

Disability Leadership Training and Project Coaching

On-site visits, supervision and support 
On-site visits by the PGC sta� honour the e�ort of the 

community-based volunteers and provide opportunities for 

constructive supervision and support. If a project is not run by 

professionals but by, for instance, people with disability, con-

cerned community members or mothers of disabled children, 

these leaders need support and on-going training. From our 

experience, we can say that goodwill can achieve a lot, often 

more than so-called ‘professionalism’, but it is not su¡cient to 

confront all challenges and ensure sustainability and long-

term success of the project. 

 

On-site visits by a small PGC team for projects far away from 

the centre are usually of 2-4 days duration. They help the 

project sta� to implement skills they have learned and identify 

other learning needs relating to their daily work. The project 

sta� in turn helps the PGC team to understand the project 

- Individual talents & project needs match
- target group focus
- skills necessary to meet objectives
- quality improvement

- motivating one another
- appreciation of achievements 
- learning from another
- challenging ideas & implementation
- seeing di�erent project designs
- supporting & advising one another
- correcting poor practices

- 3-4 projects participate
- workshop: needs orientated
- goals,objectives, action plans
- Interactive learning activities
- skills, knowledge
- practical work for each project  (continuation)
- systems, rights
- advocacy

- motivation 
- project realities
- assistance onsite
- local network & support
- problem solving
- specific skills for project
- reflection on day to day running 
- implementation

Centre based 
Leadership 

Training 

Onsite 
Project Visits

Project 
 Interactions
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Specific Skill 
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realities and tailor the training appropriately. The motivation 

generated during preparation, and the visit itself, can unleash 

new potential and initiatives. During such visits, the visiting 

PGC team responds to identified needs. For example, a 

project caring for small cerebral palsied children can benefit 

if some sta� members learn how to do stimulating exercises, 

facilitate communication, and practice seating principles. 

In-service training in such areas is either implemented directly 

during the site visit or added to the next workshop curriculum. 

Visitors also make members and persons with authority in 

that community aware that their local disability project is part 

of a wider network. Sometimes joint participation in important 

meetings with traditional or political leaders can help projects 

gain access to resources or other forms of support. It gives 

more weight to requests when a person from outside empha-

sises the need for support and appreciates the local initiative. 

This may also motivate local leaders to pay more attention to 

the target group and objectives envisaged by the project.

We have had good experience with letting the local project 

management organize everything, from accommodation to 

the planning of activities. This keeps the project responsible 

and gives a clear message that this is a support visit, not a 

directive visit. 

Specific skills training
During workshops or on-site visits, certain members of the 

leadership or project team may emerge as specifically gifted 

or problematic. Gaps between skills needed and current 

abilities become visible. Specific skills training, coaching or 

advice provide what is needed, e.g. administrative skills, skills 

in handling and exercising children or in producing handwork 

articles. Other service providers, e.g. the Department of Social 

Development or advanced NGOs, also o�er workshops and 

courses that may be relevant to disability projects.

Peer review visits
Visiting one another as projects opens horizons and gener-

ates a lot of energy on both sides. A peer review system can 

develop through regular interactions during the centre-based 

courses and continue on-site. Being visited by represent-

atives of another project boosts confidence and motivates 

everybody involved. Seeing the real life circumstances of a 

project and learning about the challenges and hardships of 

others encourages endurance in one’s own struggles. Other 

project leaders can often contribute practical tips for finding 

solutions to longstanding problems because they are not 

personally involved in them. 

After the completion of the first four-year cycle, all project partic-

ipants graduate. Although the PGC doesn’t issue an accredited 

certificate, the celebration marks a very important milestone.

Importance of on-site visits

Input can boost 
 existing initiatives

Enrichment

Understanding 
 project & their 
needs better

Direct interaction

Community 
 perspective

 See realities and work within them

 Work with the whole team

 Model behaviour and approaches

 Train sta� in certain skills

 Give opportunity to practice in real-life

 Supervision and support

 Assist with specific interventions

 Provide support for networking with stakeholders

 Motivate project leaders teams
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A deaf young volunteer teaches CP children in 

KCDC basic sign language.
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Curriculum of pilot phase (2010-2011) and basic leadership course (2012-2015)

Year Leadership Course & Content

2010 - Pre-phase Request for assistance: teaching, site visits to project led by mothers of intellectually disabled youth 

2011 - Pilot Leadership course: intellectual disability, CP, learning, developmental goals for children attending the day care centre

2012 - 1st year Know your project, develop goals, skills important to meet target group, presentation skills; IT skills word & photo processing

2013 - 2nd year Presentation & reflection skills; leadership styles, CBR introduction; dealing with obstacles; fundraising , IT skills, Word, Excel

2014 - 3rd year Fundraising, budgeting, proposal writing, reports, community focus, disability awareness, IT skills PPT

2015 - 4th year CBR, practical skills, IT skills PPT, Project killers. Graduation, planning the next level of training

Advanced leadership training
The projects continue their training at an advanced level, fo-

cusing on quality improvement and sustainability of their pro-

grams. The first group that graduated decided that, during the 

second level of training, five-day workshops should continue 

running over a three year period, but be held at the project 

sites. At the advanced level, the projects carry the complete 

cost for hosting the training. Each year, the course goes to a 

di�erent project location, thus costs and work are shared. 

Spreading skills into communities
The Parents’ Guidance Centre also aims at bringing change 

into communities. As noted in earlier chapters, rehabilitation 

programs must be based on appreciation of the socio-cul-

tural and economic background, existing performance and 

acknowledgement of di�erent capacities, hopes and dreams 

within the community. Rehabilitation approaches based on 

hopes and dreams but realistic about what is achievable have 

a better chance of creating sustainable changes in the lives of 

disabled children and their families than those that primarily 

focus on disability.

Drawing on experiences of existing rehabilitative and com-

munity development initiatives and forming a network or peer 

group for reaching bigger goals, such as better participation or 

inclusion of disabled people in society, can be powerful tools 

to maintain focus and motivation. This approach also has more 

influence on self-development, carry-over and implementation 

of learned skills in the commu nity context. 

There are di�erent ways to spread skills in the community. 

Through the examples provided by parents of children who 

attended CP courses at the centre, changes may take place 

in families around them. But through training disability project 

leaders (often parents of disabled children themselves) who 

o�er services in their communities, a village may learn how 

to provide for and live harmoniously with, their disabled 

children. Advocacy work can result in improved stakeholders’ 

awareness and support. And examples of best practice can 

e�ect change on a systems level, when others learn from 

successful models and implement them in other places. Em-

powered young people with disability can assume leadership 

roles and become change agents in their communities.
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“I am a young paraplegic person who walks with crutches. 

Most people assume that I was born with my disability. I have 

adapted so very well to living in this physically challenged 

handsome body you would swear being a ‘disabled’ person 

is a fashion trend or it gives you special powers. I portray a 

fashionable person, a style, and a success. I can’t apologise 

for sounding a bit arrogant about my disability because most 

people expect me to sound sad and beaten. Well, disability 

is a situation not a disease. I even tell my friends that if Jesus 

came from heaven to earth tomorrow and looked for every 

person with disability so that he could heal them, I would hide 

under my bed because I don’t need to be healed. I am healed 

as I am.

“You see, my friend, to me my disability is not a problem. 

People have a problem with disability and they act as if we 

(people with disability) are the people with a problem. People 

have problems with understanding disability. I am put o�  

by those who seek answers to questions we never asked 

through reading certain scriptures in the bible. They come 

and tell you, ‘if you believe you will be healed’. It is not the 

end or the shape of the physical body that should worry us. 

Rather, our concern must be to live while we’re alive - to 

release our inner selves from the spiritual death that comes 

with living behind a facade designed to conform to external 

defi nitions of who and what we are. I advocate resisting hav-

ing to live per prescription as to how we have to feel, behave 

and respond. 

Disability is a situation, not a disease
By Kebaneilwe Emanuel Seoke

“Most people think we need help and charity. Personally I 

believe that the day I had my accident, the day I acquired this 

disability, was the day I was healed, if you understand what I 

am saying. However, it was not such easy and sunny days all 

the time. Although I sound happy and content with the person I 

am today, the truth is that it was not always the case. I also tried 

killing myself at some point, especially after I realized that my 

disability came with urinary incontinence. After the accident I 

had loss of bladder control and my mom sent me to a special 

school thinking that the people there would understand me 

and not mock me about my disability. Unfortunately, this was 

not true. Kids can be very cruel. I was badly teased. It came to 

a point that I even tried to get myself expelled from school just 

to escape the pressure. Thanks to God: it did not work. I was 

caught between having to accept myself as a person with disa-

bility ‘with warts and all’ (as I am) and the ‘fact’ that I would have 

to be alone for the rest of my life if I didn’t learn to live a full life 

with my disability included in the picture. I chose the fi rst option 

and learned step by step to accept and adapt.

“I realize that if we don’t defi ne ourselves, others do it for us. 

You have a choice: become a puppet and conform or be a rebel 

who challenges. And maybe there is room for many variations in 

between and change of perspective as time goes on.”

NB. Emanuel has made his way into the working world after 

studying in Johannesburg and obtaining a degree in commu-

nication. He was a member of the GBT Mongoose Basketball 

Team and still identifi es with it.
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Success stories of community-based disability 
projects
Two projects whose leaders participated in the fi rst four-year 

leadership program have achieved a level of success and 

sustainability that makes them role models for other projects. 

The Obakeng Disability Organization in Manthe Village and 

the Orearabetse Disability Day Care Centre in Khunotswane 

Village have a history going back 10 years or more. Why are 

they so successful? What were the important ingredients for 

their growth?

Although both project leadership teams emphasise the 

importance of the leadership training for their progress, they 

display qualities that were there before the training. Both 

projects, though di� erent in their target groups, location and 

foci, have much in common.

Key factors infl uencing success
The leadership is in the hands of middle-aged women who 

dedicate their lives to these projects and display charismatic 

personal commitment. 

Both projects grew out of parental initiatives, and had very 

humble beginnings. Though the initiators had no qualifi -

cations or advanced education, they weren’t ashamed of 

themselves; they started the projects with nothing but hope 

and kept working. They became powerful through their per-

severance and experience in running their own projects. Yet 

they stayed humble and continued to seek support and ad-

vice. They have genuine interest in the children they serve. 

Their work is not for their own benefi t, but aims at better 

survival and care for the disabled children. There is pres-

sure from su� ering since children with multiple disabilities 

(and their families) still face some discrimination and have 

very limited opportunities (such as poor access to learning 

opportunities).

As rural women, these leaders were used to planning and 

improvisation. Through growing experience and on-going 

learning, they were able to expand these skills. They devel-

oped team skills and were able to set up stable, dedicated 

and hardworking leadership committees that are honest in 

managing resources. Over the years, the teams were able 

to attract di� erent types of support, for instance fi nancial 

and capacity building support from di� erent government de-

partments and private businesses. This improved the quality 

of their service, the project environment and buildings, and 

their ability to lead their projects. The leaders are able to 

solve their own problems, to endure hardships, and to make 

ends meet. Their strength to overcome multiple obstacles 

and face numerous setbacks, including burglary, originated 

in the fact that they started and still work with their own 

children. 

The Obakeng Disability Organization‘s special achievement 

is that the ladies were able to involve their husbands and 

other men to become project members and play equally 

important roles. They combined disability day care with 

food gardening and later vegetable farming, answering the 

community’s need for food security and employment. Their 

commitment has impressed people who can and want to sup-

port them. They implement new ideas and keep learning. 

The opportunity of meeting with other similar projects at 

training courses has boosted both projects’ leaders in their 

confi dence, motivation and ability to overcome obstacles. In 

South Africa, there are supportive government structures and 



REAKGONA    We make it! We are able! We manage!116

stable businesses that can help projects that are persis-

tent and follow the correct procedures to access financial 

support. Both projects succeeded in working themselves 

through all the di¡cult procedures to apply for funds from 

di�erent funding organizations and were selected.

The Obakeng Disability Organization has thus become a lo-

cal ‘brand’ and an umbrella organization for 13 other projects 

in the area. These involve both able-bodied and disabled 

participants, thus they practice inclusion without making 

much noise about it. Most of the connected projects also run 

food gardens to provide nutrition (food security) and gener-

ate income for their participants. 

The biggest success of Khunotswane’s Orearabetse Day 

Care Centre has been that they have been able to move 

from a single roomed structure to a beautiful, well-designed 

 building they’ve built for their learners with intellectual dis-

abilities. They enjoy support from the traditional leadership 

and make the needs of disabled children visible and audible 

through their regular school-like services and awareness 

events.

A third project, the Kuruman Children with Disability Centre 

(KCDC), is special and successful in its own way. It is not yet 

as old as the two other projects, but benefits from learning 

with them in the leadership program. The KCDC was initiated 

by Lebogang Sehako, himself a person with cerebral palsy 

and severe mobility and communication disability. His dream 

of bringing to his own community similar services as the 

ones he experienced at the PGC Reakgona motivated him to 

start the centre. Through his advocacy work as a person with 

disability, local support for the centre is growing. The tradi-

tional leadership and some government departments show 

interest. The KCDC could become a model of best practice 

and hope against all obstacles. The full time commitment of 

its leaders and sta� results in a directed focus, unlike that of 

professionals who just fly in and out, having to manage many 

programs. 

Project killers
Of course, even projects that started well can get confused 

and collapse after some time. There are certain factors that 

make survival and success di¡cult.

• Greed and selfishness of leaders, shifting the focus to 

exploiting the project for personal gain (corruption)

• Influence of powerful people (e.g. therapists, funders, 

 political leaders)

• Problems within the sta� team:

- lack of acceptance of rules, disregard for barriers, theft, 

disrespect, disorder;

- lack of honesty, fraud and abuse;

- lack of trust in team, too much control by manager, poor 

team spirit;

- substance abuse within sta� team. 

• Lack of even minimal resources (e.g. extreme poverty): 

- poor support from possible funders;

- lack of ability and resources for e�ective advocacy.

• Lack of support within community:

- too many discouraging comments from people who 

should benefit;

- lack of referrals;

- burglaries, theft, destruction. 

In conclusion: these projects illustrate the struggles and joys 

of fulfilling a vision. They are coached to implement principles 
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and approaches of community based rehabilitation as well 

as some of the tested methods of family-focused interven-

tion practiced by the PGC. While the PGC operates within a 

governmental environment, all the three projects mentioned 

are independent non-governmental organizations/communi-

ty-based organizations. Their scope is focused on serving peo-

ple in their direct community, while the PGC assumes many 

functions relating to teaching and empowerment of a wider 

population within the disability networks. They are examples 

of how skills and visions can spread in communities.
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This chapter aims at sensitizing rehabilitation workers to ap-

preciate traditional and cultural practices, discuss them with 

the families they are working with, and carefully but critically 

examine their impact on child-rearing, disability issues and 

rehabilitation. They can then make informed choices together 

with the families so their rehabilitation plans are more likely to 

be accepted and implemented successfully. 

How able-bodied members of society treat their disabled mem-

bers is context-dependant. Disabled people and rehabilitation 

workers experience a number of traditions in various cultures as 

disempowering or harmful. Where cultural practices marginalize 

children or people with disability, for example, by interpreting 

their disability as a result of curses or possession by evil spirits, 

rehabilitation workers have to challenge these beliefs in an 

appropriate way. Usually, negative concepts about people with 

disability a� ect their families too. A sound knowledge and re-

spect for the culture is a prerequisite to dialogue to improve the 

quality of life and inclusion of disabled children in both family 

life and society. By learning to work sensitively and critically 

within the culture surrounding them, rehabilitation workers can 

contribute to a more balanced approach to children and adults 

with disability based on the values of appreciation for life, equal 

rights and the dream of an inclusive society. 

Working in a culture di� erent from one’s own
When working in another culture it is advisable to pair with 

someone from that culture to avoid misunderstandings. To 

communicate in the language of the people is one of the most 

important prerequisites for successful intervention, especially 

when working with rural families. Proper learning of a foreign 

language is a huge investment, but it makes it much easier 

to develop trustful relationships and fi nd relevant examples 

when teaching. Subtle criticism can also only be picked up by 

good cultural and language competency.

But cultural and communication di� erences also exist among 

members of the same culture. When young professionals 

trained in an urban modern context come into a rural setting, 

they often have to re-learn their own culture, removing 

The cultural context
Chapter fourteen

Matlhodi and Search trying out options for using the laptop.
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“Cultural practices are often an obstacle to us people with dis-

ability. They put a negative stamp on us, as well as our parents 

and families, labelling us problems or spiritual mishaps not 

created in the image of God. Boloi – witchcraft-- as explana-

tion for our disability is like a huge pothole for us. I wish that 

more enlightened education could be given to people so that 

we can be free and accepted as equal human beings.

“We are facing a lot of pressure be-

cause of traditional beliefs. Many of us 

have to undergo cultural, even spiritual 

rituals, from cleansing to exorcism to 

‘free’ us from alleged evil spirits or to 

‘heal’ us. But we are not demon-pos-

sessed or sick. Yes, it’s true that we are 

often more vulnerable to illness, but 

that has nothing to do with witchcraft. 

It has to do with the body and the gen-

eral conditions in which we are living, especially in rural areas 

where health care might not be easily accessible. We cannot 

be fi xed. 

“It’s so painful when people claim their prayers can make a 

paraplegic stand up, and then later say that he didn’t have 

enough faith to be healed. I believe that we people with 

disability are also created in the image of God. We are not a 

mistake. The image of God is beautiful and has many di� er-

ent faces. People with disability are one of these beautiful 

faces.

Witchcraft is a huge pothole for us
By Gift Mooketsi

“For me, it is important that we accept being di� erently abled. 

Life is not all about education and achievements in school. It is 

more about understanding your own purpose in this world. Shar-

ing abilities, overcoming adversities and helping one- another to 

live a simple life with joy – this is a dream I have and try to share. 

I see the negative impact of cultural beliefs and concepts as a 

result of collective denial of social problems. For example: peo-

ple tend to blame boloi or other people’s 

bad thoughts when things go wrong in 

their personal lives, denying that alcohol 

or other drugs, or their attitude, are the 

root cause of the family trouble and lack 

of progress they experience. 

“We need to understand the factors that 

cause disability and how to deal with 

certain disabilities. A very important step 

in this process is to learn to accept the 

disability as a fact or a limitation in certain areas, but not as a 

barrier. This does not mean that we cannot stretch these bound-

aries, but if we don’t accept our limitations we continuously 

fall into the trap of comparing ourselves at an unrealistic level 

and expecting impossible things from ourselves. So we build 

frustration instead of releasing energy to do what we really are 

capable of. It is important to discover the area in which a person 

with disability can excel, although it sometimes seems impos-

sible at fi rst glance. Developing this strong area and receiving 

guidance, where needed, will bring surprising results and teach 

everybody important skills in life.”



REAKGONA    We make it! We are able! We manage!120

judgemental attitudes so as to be open to the wisdom within 

many practices. Community focussed rehabilitation work 

aims fi rst to understand common beliefs and practices and 

then to look behind fi rst impressions, prejudices and fears 

and include di� erent viewpoints and experiences in order 

to facilitate change where necessary. The simple question, 

‘why do you think this child is disabled/di� erent?’ can reveal 

a lot about the family’s fears, beliefs and cultural pressures. 

It is always better to promote a healthy, protective tradition 

and explain its purpose than to object to it and come with 

a strange new concept. Health and rehabilitation workers 

often make serious mistakes when they lack insight and 

sensitive ways of explaining practices they discourage or 

promote. 

In South Africa, the extended family, and especially the 

grandparents, often has a greater say than the nuclear family 

on how things are done. They determine what practices are 

essential to the well-being of the family. When they are in-

cluded in the rehabilitation process and their perspectives are 

respected, the suggestions of rehabilitation workers have a 

much better chance of being implemented. Grandparents can 

become assets for family intervention.

Stigma
Because disability is associated with the failure (of mainly 

mothers) to follow traditional behavioural rules, disabled 

children (and their families) run the risk of being stigmatised. 

Counselling of families, providing relevant information to com-

munities, raising awareness about harmful views and creating 

opportunities for positive experiences with disabled people 

are ways of overcoming stigma. Advocacy work and increas-

ing the visibility of disabled children can help to normalize 

relationships and improve their access to basic health and 

educational services. 

Some acceptable, protective cultural 
 practices in the Tswana culture 
• Traditional maternity leave (Botsetsi) – rest and 

assistance for the mother after birth

• Measuring child growth and weight gain 

• Necklaces which cannot strangle the child 

• Breastfeeding

• Ensuring that the mother’s focus is on childrearing 

in early years

Harmful cultural practices
• Taking traditional medicine during pregnancy (risk 

of abortion or harm to the unborn baby)

• Killing new-born disabled babies

• Isolating mother and family of disabled children, 

associating her with witchcraft

• Cutting the skin of the disabled child at body parts 

that are not functioning well

• Putting cow-dung on the umbilical cord of a new-

born or later on wounds

Modern practices
Modern practices appear to be a status symbol of develop-

ment. Rehabilitation workers have to analyse where these can 

cause harm to very young children with disability, compro-

mising their health and putting them at increased risk. Young 

mothers often switch to bottle-feeding although the risk of 
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Why is my way so unclear?

I like to learn, play and be with people

I enjoy being in school

Yet

Why did it end?

I ask why?

And nobody has an answer.

Why can’t they take time?

Time to listen

Time to learn

From me and with me

Time

What will happen to me?

I don’t want to separate 

From Mom and Elsie

I am what I am

I am a child of God

Not a mistake

Questions



REAKGONA    We make it! We are able! We manage!122

 diarrhoea and other infections is much higher. This even 

applies to HIV positive mothers. Then there is cell-phone use. 

Many children with cerebral palsy have feeding problems. 

Frequent interruptions to child-care activities through incom-

ing calls and messages, especially during breastfeeding, can 

cause serious disturbance to the baby, a�ecting concentra-

tion and eating and sleeping patterns. Usually, mothers and 

rehabilitation workers underestimate this issue. 

Technology
Babies and small children explore the world directly through 

their hands and senses. Smartphones, tablets and comput-

ers provide access to a virtual world. Uncritical use of these 

devices or use at very early age can deprive the child of im-

portant sensorial, multimodal experiences. But in cases where 

it is di¡cult to achieve those, e.g. due to severe physical (and 

maybe multiple) disability, it is important to explore technical 

Factors to consider when working in traditional communities (U. Rauter) 

UNDERSTAND concepts 
 before you challenge, be 
aware of your own values, 
frame of reference

APPLY partnership model, 
deny being a miracle healer

RESPECT hierarchy, 
work within the levels but 
 encourage empowerment of 
the powerless

WORK within role 
 expectations, expand and 
invite inclusion

POWER RELATIONS 
Hierachy
Gender
Status

Profession
Age 

 

CULTURAL CONCEPTS
Behaviour

Beliefs
Concept of Time

Priorities
Dis-/agreement

FAMILY EXPECTATIONS
Extended family

roles
Caregiving responsibilities 

REHABILITATION WORKER
Professional expert

Facilitator 
Team worker

Miracle doctor 

?Appropriate Acceptable

C
hallenge

C
hange
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solutions (additional to providing assistance for sensorial 

experiences). There are technical apps and devices available 

for assisted communication. The rehabilitation worker has 

to weigh di�erent options and examine with the family the 

appropriateness of devices of di�erent levels (from low-tech 

to high-tech options), looking at the cost-benefit equation, 

acceptability within the cultural context, and sustainability of 

interventions suggested. 

Today, many children experience a high percentage of noise 

pollution. High volume of noise in early infancy and childhood 

can lead to permanent hearing disability. TV, music systems 

and radio, sometimes used simultaneously at loud volume, 

create extreme visual and audio stimuli to young children. 

Continuous exposure can lead to attention deficits and learn-

ing di¡culties. TV isn’t a substitute for direct supervision of a 

disabled child. Rehabilitation workers should hold discussions 

about appropriate use of media, toys and outdoor activities 

with families.

Disability grants 
Disability grants contribute remarkably to increased visibility 

and acceptance of disabled children. In South Africa, reveal-

ing a severe disability within the family can have a financial 

advantage, turning the perceived burden and shame of dis-

ability into an asset. Severely disabled children can become 

the main ‘bread winners’ in a family - a complete shift in roles. 

Unfortunately, not all children benefit from their grants: they 

are sometimes used for purposes other than providing care 

to the child. In such situations, rehabilitation workers have to 

advocate for the rights of disabled children to have their state 

pension used to provide for their specific needs. Appliances, 

therapy, assisted travelling, special education, and clothing 

are important but expensive special needs.
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Keitumetse making an APT chair.
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To be accepted and welcomed in this world is special. Usually 

one enters by becoming or being disabled or having a child 

with disability. It is a world where di�erent experiences, pains 

and hardships shape character and challenge the person-

ality to mature. Without facing the pain there is no gain, no 

acceptance, no healing and no freedom. Life in this world 

teaches humility, keeping things simple and saying goodbye 

to the illusion of an easy life. Once this decision is taken, 

there are also hidden treasures to find – true compassion, the 

will to survive, the ability to assist one another, the beauty of 

friendship, and the creativity to find unique, often unexpected, 

solutions to complex problems. All these can be the fruit of 

growth processes initiated through the crisis of disability – 

when it becomes a catalyst and positive agent of change in 

one’s life over time. 

When I was becoming a member of this society (lefatshe la 

bo disabled) I realized that the human struggle with limita-

tions, being di�erent, and the search for hope united us. On 

my journey with people with disability and their families I was 

confronted with many so-called hopeless situations. Peo-

ple had given up on someone, had turned a blind eye to an 

unjust situation or a deaf ear to a cry for help . The disability 

of a child – often caused by faults in the public or private 

health system or even mistakes by medical sta� – is always 

a major crisis. And it is the start of a life-long journey. Life has 

changed completely and forever. The challenges that arise 

are profound. What helps people cope with it? With the eyes 

that stare at them, with the comments coming to their ears, 

with their own doubts, questions, answers to questions never 

asked and the mixed feelings which in dark hours end up with 

blaming oneself, the parents, God...

In the land of the disabled we are used to it. It is a world 

where acceptance makes you a senior citizen and guide for 

those who are still at the beginning of their journey towards 

accepting their disability and all its implications. Being on this 

path together can create solidarity, but even more, together-

ness as a kind of brotherhood or family. One can only experi-

ence this, if there are people who think, act and look beyond 

their own lives. People like Gift, ready to share, having a soul 

that can be touched, and feelings of compassion reaching out 

for the soul of his fellow. 

My life has deeply been touched by this soul. It is like a 

garden that I first watered which produced flowers and fruit 

later, which I am able to enjoy now, as I become older, more 

vulnerable and more disabled myself. My disability is invisible. 

It is the hurt I carry within myself. It holds the disappointments 

of the past, the shattered vision, the troubled message of 

Invitation into the land of the 
disabled

Epilogue
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hope. ‘If you only look at us, you might well miss the bright-

ness. We carry this precious message around in the una-

dorned clay pots of our ordinary lives. This disability belongs 

to my life and I don’t regret it much. I couldn’t have influenced 

it anyhow.’ 

Having come in touch with a lot of tragedy, becoming im-

mersed in a broken society, I carry some scars as well. There 

are only two choices: staying outside, at the border, or enter-

ing this land. I decided for the last. And here I am. I treasure 

the learning experience I have been through during the 

past 20 years and would not change them for silver or gold. 

Through sharing a lot of pain I have been forced to test my 

faith and walk in total trust and dependence on God. I didn’t 

have solutions when I started, and cannot claim to know them 

now, 20 years later. What I think I can contribute is to search 

together with people with disability for sources of strength, 

self-healing capacities and mechanisms to find solutions. 

I can be there and walk with them side by side as long as 

needed, and walk away or let them go, when they are ready 

to do so. On these kinds of expeditions you also experience 

dead ends, failure and self-doubt. But there are the rewarding 

beautiful moments, which pay for all e�orts and risks. There-

fore I have decided, time and again, to stay, to keep on walk-

ing, pushing the wheelchair, searching together with them.

We’ve been surrounded and battered by troubles, but we’re 

not demoralized; we’re not sure what to do, but we know 

that God knows what to do. I am wounded, but I live. I have 

 escaped dangers and seen tragedies, yet I also have cele-

brated victories of unspeakable joy. It is a worthwhile journey, 

which I want to try to share.
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